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In South Africa healthcare services are not limited to biomedical care. However, 
biomedical services for people with intellectual disability (PWID) are still sparse in 
South Africa. Lack of sufficient and efficient biomedical services for PWID has 
prompted service users to explore alternative non-biomedical approaches for both 
their mental and medical healthcare needs. These alternative non-biomedical 
approaches include, but are not limited to, traditional and spiritual healing methods.  
 
A number of studies that have investigated the use of alternative non-biomedical 
methods in South Africa have mostly examined the reasons, prevalence, beliefs and 
treatment methods of folk healers. However, not many have investigated the use of 
non-biomedical methods among people with intellectual disability (ID). In this 
dissertation my aim was to examine lived experiences and beliefs of caregivers and 
parents of children with ID who lived in a low socio-economic urban setting in Cape 
Town. The main objective of this project was to examine how caregivers, parents, 
traditional healers and spiritual healers identified, understood and conceptualised ID 
through exploring their experiences of caring for a child with ID. This study also 
intended to assess their cultural beliefs about ID and help-seeking ways following the 
diagnosis of ID. To achieve this, I used both Kleinman’s Explanatory Models of 
illness and Bronfenbrenner’s socioecological model as frameworks to guide the study 
for the individual interviews and focus group discussions with caregivers and parents 
of children with ID, traditional healers and spiritual healers who resided in an urban 




Findings from this study suggest that although there is a universal understanding and 
conceptualisation of ID in the Western biomedical professional sector, there are 
differences in the understanding, conceptualisation and management of ID in both 
popular and folk sectors. In addition, caregivers, parents, traditional healers and 
spiritual healers almost all used similar terms to biomedical terms of ID. The majority 
of participants from both traditional and spiritual healing methods believed 
collaboration with the biomedical sector was possible and desirable, with only a 
minority who were not in favour. The lived experiences of carers of children with ID 
revealed the struggles, isolation and hardship experienced by families of children 
diagnosed with this condition. The physical, economic and social marginalisation of 
children and families with ID, given the context of poverty and lack of access to 
quality services in which they live, as well as the stigma and lack of understanding of 
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INTRODUCTION, BACKGROUND AND RATIONALE FOR THE STUDY 
The current PhD project is divided into four sections.  
 
Section 1 presents the introduction, background and the rationale for the current 
study. In addition, I present a systematic review of literature and a broader literature 
review on various issues pertaining to the current project.  
 
Sections 2 and 3 contain the full results of this PhD project. Four of the chapters 
present already published journal articles and only one presents a submitted and 
already accepted for publication.  
 
In Section 4, I provide a discussion of all the chapters and the conclusion.  
 
Section 1 comprises two chapters: 
i. Chapter One: Introduction and Background to the study.  
ii. Chapter Two: Literature Review:  
Chapter Two, Part 1 (Manuscript 1): Parents, Caregivers and Their Experiences of 
Raising a Child with Intellectual Disability (ID); A Narrative Synthesis of Qualitative 
Studies. 






INTRODUCTION AND BACKGROUND 
This dissertation explores how parents and caregivers of children with intellectual 
disability (ID) understand and live with their children, in Khayelitsha, Cape Town. It 
also examines issues of access to services, and the views of non-biomedical 
practitioners on ID and their role in assisting these families. Throughout this 
dissertation, unless stated otherwise,  I utilise the contemporary psychiatric definition 
of ID or “intellectual disability” which refers to significant limitations both in 
intellectual functioning and in adaptive behavior, as expressed in conceptual, social, 
and practical adaptive skills (American Psychiatric Association, 2013). 
The dissertation uses a dissertation by publication format; I am first author of all the 
papers. The six papers have the following titles: 
1. Parents, caregivers and their experiences of raising a child with Intellectual 
Disability (ID); A narrative synthesis of qualitative studies. 
2. Caregivers’ and parents’ explanatory models of intellectual disability in 
Khayelitsha, Cape Town, South Africa.  
3. Putting cultural difference in its place: Barriers to access to health services 
for parents of children with intellectual disability in an urban African 
setting. 
4. “I waited for it until forever”: Community barriers to accessing intellectual 
disability services for children and their families in Cape Town, South 
Africa. 




6. Spiritual healers’ explanatory models of intellectual disability in Cape 
Town, South Africa. 
 
1.1 Background 
The current project seeks to understand and contextualise the experiences of parents 
and caregivers of children with ID living in Khayelitsha and surroundings. 
Khayelitsha is an urban, predominantly isiXhosa-speaking township in Cape Town, 
South Africa. Although there are a number of studies reported on the experiences of 
caregivers raising a child with ID world-wide, experiences of indigenous Black 
African parents and caregivers from low socio-economic environments and 
multicultural backgrounds are still largely ignored in the literature, as I show in the 
following chapter. Lack of evidence on how Black African caregivers and parents 
from various cultural backgrounds are influenced or affected by raising a child with 
ID has made it difficult, or even impossible, amongst other things, to establish and 
plan specialised ID services, contextually and culturally congruent to their needs.  
 
Existing evidence suggests that ID is experienced world-wide, with much greater 
rates in contexts of poverty (Maulik, Mascarenhas, Mathers, Dua, & Saxena, 2011; 
McMahon & Hatton, 2021). Despite this, most of what is known about ID comes 
from higher-income contexts, often focused on a single Western cultural point of 
view. As Kleinman (1978) suggests, however, for interventions to be optimal it is also 
important to explore how people understand and experience illness or life changes, 
and to understand the cultural context of illness and disability. Exploration of the 
experiences and context, especially of primary caregivers of children with ID, is 
important because it provides opportunity to search for meanings people make of ID, 
Stellenbosch University https://scholar.sun.ac.za
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and how they deal with it in their families or networks. Meininger (2010) notes that 
connecting stories can provide understanding of the lived experiences of individuals 
with ID at various levels of the social system. These experiences are shaped largely 
by cultural meanings and social institutions (Sefotho, 2021; Skinner & Weisner, 
2007).  
 
Studies often suggest that when a family member is diagnosed with ID, this is 
experienced as traumatic (Mbazima, 2016). Furthermore, many parents of children 
with ID go through a process of mourning the loss of a non-disabled child that never 
arrived (Hollins & Sinason, 2000). Bruce, Schultz, Smyrnios, and Schultz (1994) 
suggested that psychological trauma and despair are associated with a diagnosis of ID. 
Landsman (1998) described a number of complicated feelings reported by parents 
following the initial diagnosis of ID. However, it is unclear whether severity of ID is 
associated with severity of parental reaction (Landsman, 1998).  
 
Parents may struggle to accept the diagnosis of ID (Ryan & Smith, 1989), and may 
have complex emotional reactions (Beckman, 1991). In such families, ongoing 
distress and dysfunction are often reported, and family members may continue 
experiencing physical, psychological and interpersonal difficulties in future (Hassal et 
al., 2005). 
  
Some studies investigating mental health of families with children with ID have 
reported high prevalence rates of mental health disorders in these families. For 
example, Olsson and Hwang (2001) found that parents of children with disabilities 
reported high rates of symptoms of depression as measured by the Beck Depression 
Stellenbosch University https://scholar.sun.ac.za
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Inventory (BDI). In addition, those who spent more time providing care and support 
were at a higher risk for depression. Studies that compared parents of non-disabled to 
those of disabled children reported that families with children with ID reported higher 
levels of psychological stress than those families with children without ID (Brandes, 
Wilson, Preisch, & Casamassimo, 1995; Roberts & Lawton, 2001; Santamaria, 
Cuzzocrea, Gugliandolo, & Larcan, 2012; Veisson, 1999). 
 
All of these claims for solely or even predominantly negative outcomes have been 
questioned in recent research, which has focused on a wider range of responses to ID 
in the family, including positive responses (McConnell & Savage, 2015). It has also 
been suggested that, in different cultural contexts, negative reactions may be 
moderated by cultural support systems or may be exacerbated by cultural beliefs and 
taboos (Empson & Ann, 2015; Serpell, 1992) but the evidence either in favour of or 
against this view in urban African settings is sparse (Empson & Ann, 2015).  
 
Informing this dissertation is a tradition of research based on Kleinman’s (1978) 
explanatory models (EMs) approach to understanding illness and issues of care, 
which I will describe in some detail later in this dissertation. I place this approach in 
the context of questions of the broader environment, making use of Bronfenbrenner’s 
ecosystemic approach, and the literature on access to health services. One feature 
emphasised in Kleinman’s (1978) work, and in work which followed it, is the 
recognition that people seek care from a range of sources, and not only biomedicine, a 
fact which is especially relevant in the context of this study. 
 
1.1.1 Clarification of concepts 
Stellenbosch University https://scholar.sun.ac.za
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Adnams (2010) differentiates between healthcare services and ID services by 
emphasising the requirement for these services to be intersectoral, integrated and 
comprehensive if they are to meet the needs of the PWID population. This 
dissertation follows this same distinction between general healthcare services and ID 
services. However, in the context of South Africa, and limited by the scope of this 
thesis, in this dissertation the framing of ID services largely focuses on services that 
occur within the health system, in contrast to informal or alternative services outside 
the healthcare service. Specifically, in this dissertation ID services are framed around 
the concept of health and healthcare services (which includes mental health and 
rehabilitative services), not least because this is the main context in which formal ID 
services occur in South Africa. Further, the application of Kleinman’s framework is 
situated within the health system. This dissertation seeks to understand the views and 
experiences of caregiving and accessing care and services for children with ID, and in 
an attempt to gain this understanding, the dissertation contrasts access to the formal 
health system for ID services, with access outside the health system, within the 
broader social care system.  
In this dissertation healthcare-seeking denotes the actions or inaction taken by 
primary caregivers to seek health services for their children with ID within the 
framework of help-seeking. Help-seeking as a term captures behaviours that pertain to 
both health and non-health services.  
 
1.2 Traditional and alternative healthcare 
According to the World Health Organization (WHO), traditional and alternative 
medicine constitute a recognised form of treatment options all around the world. 
According to WHO, traditional medicine is defined as “the sum total of the 
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knowledge, skills and practices based on the theories, beliefs, and experiences 
indigenous to different cultures, whether explicable or not, used in the maintenance of 
health as well as in the prevention, diagnosis, improvement or treatment of physical 
and mental illness” (Ndhlala et al., 2013, p. 621).  Helman (2007a, p. 2), defines 
culture as “the complex whole, which includes knowledge, belief, art, morals, law, 
custom and any other capabilities and habits acquired by man as a member of 
society”. South Africa is a very diverse, multicultural and multiracial society 
(Monyae, 2021). It is a multilingual country with 11 official languages spoken by 
various ethnic groups, so it is culturally diverse. 
 
In contrast to the past healthcare system under Apartheid, traditional healers are now 
recognised under the South African Traditional Health Practitioners Act No 22 of 
2007 (Tshehla, 2015). Under this Act, their services are understood to be “based on a 
traditional philosophy that uses indigenous African techniques and principles that 
include traditional medicine or practice, including the physical or mental preparation 
of an individual for puberty, adulthood, pregnancy, childbirth and death” (Peltzer, 
2009a), Traditional healers vary according to their training, as well as the treatments 
they provide to their patients. Within the South African context, they include, but are 
not limited to, amagqirha or izangoma (diviners), amaxhwele (herbalists), iingcibi 
(traditional surgeons), and abaletshezi (traditional birth attendants).  
 
There are few services for children with ID in South Africa, especially in the public 
sector (Adnams, 2010). Traditional healers are a de facto resource from which 
families of children with ID draw (Kpobi & Swartz, 2019; Kromberg et al., 2008). 
Services of traditional healers are thought to be generally popular amongst South 
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Africans for the treatment of various illnesses. Peltzer (2009a) reported that about 
3.6%–12.7% of the population used traditional healers between 1995 and 1998, 
though as Louw and Duvenhage (2016) note, there are not good contemporary data on 
the extent of use of such services, and Peltzer’s figures may well be an underestimate. 
As with patients with other illnesses or life challenges, people with ID and their 
families in South Africa consult traditional healers (Kromberg et al., 2008). However, 
the role traditional healers are playing in providing care for people with intellectual 
disabilities and their families is still unclear. My study seeks, in part, to investigate the 
traditional healers’ understanding, treatment and beliefs about ID, and how they 
believe they may act as a resource for families of children with ID. 
 
Furthermore, spirituality, more broadly as understood, is also an important aspect of 
human life. Spirituality has been defined as occurring when human beings relate to 
and identify with “perceptions of the transcendent”, while religiosity is defined as 
“group behaviours and social institutions that arise from those perceptions” (Nosek, 
1995 as cited in Selway & Ashman, 1998, p. 430). In the realm of disability, there is 
an established history of the role of religion in delivering health and welfare services 
to people seen as infirm or disabled, dating back to the third century BC (Selway & 
Ashman, 1998), and probably earlier. 
  
Over 80% of the world’s population adheres to some type of religion (Selway & 
Ashman, 1998). Studies investigating spirituality have explored how it is used to 
understand stressful situations, and the role of spirituality in stress and coping. A key 
emphasis in literature on ID in children has been on the healthy functioning of 
families. Spirituality has been associated with resiliency in families and in residential 
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care facilities during times of distress (Mahilall & Swartz, 2021; Walsh, 2003). 
Through shared spiritual beliefs, family members may be able to adapt and develop as 
a unit (Greeff & Loubser, 2008). Greeff and Loubser (2008) investigated the 
relationship between spirituality and resilience in isiXhosa-speaking families. Their 
findings demonstrated that spirituality contributed to the resilience of the families 
they investigated. These authors concluded that families can become more resilient if 
they are encouraged to continue using their spirituality. 
  
For more than half a century, a number of studies have looked at the role of religion 
in the lives of parents and caregivers of people with disability. By and large these 
studies show that religion plays a crucial role in the coping strategies of parents and 
caregivers of people with disability (Bennett, Deluca, & Allen, 1995; Weisner, 
Beizer, & Stolze, 1991). Two of these studies in particular focused on children. 
Bennet et al.’s study (1995) interviewed 12 parents of disabled children and found 
that church attendance and prayer and other religious practices were central to the 
coping of some parents. Of greater relevance, Weisner et al.’s (1991) study, which 
followed 102 families of 3–5-year-old children with developmental delays, found that 
religion played such an important role that the authors recommended that it should be 
a key consideration of professionals working with such families. . However, more 
contemporary research on the role of religion in coping suggests that while it 
contributes to the well-being of family members of PWID, the degree to which this 
can be linked to access to social support within religious institutions is less clear 
(Boehm & Carter, 2019). Western practitioners may underestimate the importance of 




1.3 Healthcare access for children with ID in Africa 
Access to services for people with ID has been a major concern all around the world, 
especially in low- and middle-income countries. There is a rich and strong sense of 
culture and belief systems in Africa, and this can be regarded as reason for not 
providing much needed biomedical health services in Africa. For decades now, 
studies from various African countries have demonstrated how people with strong 
cultural beliefs have traveled long distances to seek biomedical professional services 
(Maritim, Silumbwe, Zulu, Sichone, & Michelo, 2021; Munthali et al., 2019), 
suggesting that cultural and spiritual beliefs and practices may not lower the demand 
for Western-style healthcare services. In remote and rural contexts, even in wealthy 
countries in the Global North, a pattern of people travelling long distances at great 
inconvenience to access services has also been noted (Caldwell, Ford, Wallace, 
Wang, & Takahashi, 2017; Fraser et al., 2005). Throughout the world, practical 
contextual issues, such as the availability of funds and transport, play an important 
role in patterns of healthcare utilisation, a fact which is sometimes overlooked in 
literature on Africans’ access to care, where there is commonly a greater emphasis on 
the role of cultural beliefs in influencing healthcare utilisation, especially in the 
context of ID (Lamptey, 2019).  
 
Equity in healthcare services has been extensively discussed in the literature, with 
most studies agreeing that equal access to good quality healthcare services to all those 
in need, regardless of the socio-economic status or social class, should be a goal of a 
well-functioning health system (Friedman, 2021; Gulliford et al., 2002). Equitable 
health services of good quality are generally regarded as an indication of a functional 
health system. Generally, “access” is defined as the opportunity or means to approach 
Stellenbosch University https://scholar.sun.ac.za
 11 
or enter a place, while “access to health” is described in many ways in the literature 
(MacLachlan, Mannan, & McAuliffe, 2011; Penchansky & Thomas, 1981; D. H. 
Peters et al., 2008). Some studies have defined access to healthcare as the entry to, or 
the use of, the healthcare system, while for others “access” is understood as referring 
to factors influencing entry or use of the system. Some studies have made a 
distinction between spatial and non-spatial factors that may affect access to healthcare 
(Wang & Luo, 2005). Spatial segregation in rural areas may be linked to worse access 
to a usual source of healthcare (Caldwell et al., 2017; Georgiadou & Loggia, 2021; 
Vaz, Cusimano, Bação, Damásio, & Penfound, 2021). In addition (Crooks, Dorn, & 
Wilton, 2008; Goggin, 2016), people with disabilities in many contexts experience 
spatial exclusion, and this population group continues to “struggle for citizenship and 
spatial inclusion” (Crooks et al., 2008, p. 887). Even in wealthier countries where 
comprehensive disability laws have been passed, “there is a need to document the 
continued disparity between the stated intent of such legislation and the material 
resources and enforcement necessary to realize comprehensive change in practice” 
(Crooks et al., 2008, p. 887). This may be even more true in low-resourced African 
contexts. 
 
The highly-cited work of Guilford and colleagues suggests that it is helpful to think of 
access in terms of five dimensions, namely availability, accommodation, affordability, 
accessibility of services and acceptability (Gulliford et al., 2002). I shall outline each 





First and foremost, for equitable access to care, services and facilities like hospitals 
and clinics must be available to all, and these facilities must be staffed by 
appropriately qualified professionals. This is fundamental to fully effective healthcare 
systems operations (Afshari & Peng, 2014).  
 
1.3.2 Accommodation 
The second dimension is needs accommodation which refers to the manner and the 
ability of the facility regarding whether it is able to accommodate its service users. 
Accommodation refers to both in terms of supply questions such as whether there are 
sufficient services, but may also refer to questions of the physical design of services 
to accommodate people with a range of impairments, including mobility impairments.  
 
1.3.3 Affordability 
Affordability is another important aspect of access to healthcare. This refers to the 
service user’s ability to afford to pay for, or access for free, the services provided by 
the healthcare facility. A number of studies have identified “affordability” as one of 
the barriers to healthcare for the majority of service users from low-resourced 
environments (S. Cleary, Birch, Chimbindi, Silal, & McIntyre, 2013; Goudge, Gilson, 
Russell, Gumede, & Mills, 2009; Harris et al., 2011). For example (Goudge et al., 
2009) reported that most participants in their study were not able to pay for their 
hospital bills for their chronic medication.  
 
1.3.4 Acceptability of services 
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Acceptability refers to the attitudes service users may have towards the healthcare 
provider and the practice itself, and whether the services, including the attitudes and 
practices of care providers, are acceptable to service users.  
   
1.3.5 Accessibility 
In terms of accessibility, the focus is on the location of these services in relation to 
where the service users are located. Distance, transportation and costs to the 
healthcare infrastructure can all determine the efficiency of the location of the facility. 
An efficiently allocated facility proportionate to the needs of service users can 
improve accessibility and utilisation, as well as saving costs (Afshari & Peng, 2014; 
Cresswell, 2010).  
 
Difficulties in accessing healthcare services for marginalised and vulnerable groups, 
including those with ID, have been widely reported in the literature world-wide 
(MacLachlan et al., 2011; Newacheck, McManus, Fox, Hung, & Halfon, 2000; 
Vergunst et al., 2017). Vulnerable groups, especially from low- and middle-income 
countries, experience more barriers across various healthcare services than do their 
counterparts from high-income countries. Barriers to care were found in terms of 
healthcare in general (Vergunst et al., 2017), including primary, specialist as well as 
rehabilitative services (Scheer, Kroll, Neri, & Beatty, 2003). In Scheer et al.’s (2003) 
study, the reported access barriers included environmental, structural and process 
barriers. The public transport system was found to be unsuitable for those with 
disabilities. This was due, among other things, to the distance to get to the public 
transport, lack of equipment to support those with physical disabilities, and, for 
others, limited social skills. Healthcare providers’ offices were also found to be 
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inaccessible for the participants because of various physical barriers that made it 
almost impossible for them to access the service. Furthermore, there were also other 
barriers related to finances and affording hospital fees, especially when they were not 
covered by medical insurance for a certain medical condition. In Malawi, service 
providers in overstretched facilities were concerned that providing services for people 
with disabilities took too much time, a precious resource when there is a large patient 
load (Munthali et al., 2019). 
  
1.4 Inequalities and access barriers for PWID in the healthcare system 
Adnams (Adnams, 2010), in a review of ID services in South Africa,  highlighted lack 
of access to services for those with ID, ranging from healthcare, education and social 
support. The issue of lack of access to appropriate services for PWID has become a 
real focus in South Africa following the recent gross violation of human rights, which 
resulted in the loss of lives of PWID (Ferlito & Dhai, 2017). What has come to be 
known as the “Life Esidimeni tragedy” involved 144 deaths of people with ID, at care 
facilities in the Gauteng province of South Africa, from causes including starvation 
and neglect. Reports on the Life Esidimeni tragedy reveal that the Gauteng 
Department of Health (GDoH) initiated a process known as the Gauteng Mental 
Health Marathon Project (GMMP) which involved removing individuals with ID 
from the institutional care of the Life Esidimeni Healthcare facility (a registered 
facility, but one which the Department of Health came to view as financially 
unaffordable) to non-governmental organisations (NGOs), families and to other 
hospitals. In line with the process of deinstitutionalisation, the GMMP’s main goal 
was to save money. About 1300 PWID were transferred to care facilities, and 
individuals who had no assessed knowledge or training in the field took on the 
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housing and care, such as it was, of people with ID, mental disorders, and a range of 
other conditions. A large number of the transferred PWID died, often after suffering 
for some time. Reports indicated that some of these individuals with ID also had 
comorbid underlying medical and psychiatric conditions that needed medical care. 
Unfortunately, this was not provided. Amongst other problems, their folders with 
crucial medical information were missing, and people were transferred without crucial 
care needs information travelling with them. The incident showed that vital mental 
and physical health services for people living with ID, even in a democratic South 
Africa with its progressive constitution, may be withdrawn. This is an extreme 
example, but it demonstrates that mental health services are underfunded and under-
resourced, and the health and, indeed, survival, needs of people with ID may be 
disregarded (McKenzie, Abrahams, Adnams, & Kleintjes, 2019). 
 
Although evidence suggests that people with ID living in Africa are more vulnerable 
to ill health and comorbid disorders than the general population, Adnams (2010) 
demonstrated that they are still a neglected population in terms of service availability. 
The world over people with ID continue to be the most marginalised in the world 
(Hall, 2005; Johannes, Belden-Charles, & Serminj, 2017). Attempts to facilitate their 
social inclusion into mainstream society have been made by getting them to engage in 
“normal” activities such as employment and independent living. However, the 
movement towards the deinstitutionalisation of people with ID, facilitating their living 
in communities, has not led to reduced experiences of separation and isolation for 
PWID, as community services to adequately meet their needs have not been 
concurrently made available. Deinstitutionalisation of people with ID is understood as 
a transfer of intellectually disabled individuals from public or private institutions such 
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as psychiatric hospitals, back to their families or into community-based services. 
Although one of the goals of deinstitutionalisation was to enhance social inclusion, 
PWID continue to encounter discrimination and abjection in mainstream 
communities. Johannes et al. (2017) note that even though support models for people 
with ID have transformed, especially through deinstitutionalisation and community 
inclusion, PWID narratives continue to be underlined by segregation and isolation. 
Some studies report that social policies of community care and “social inclusion” in 
fact perpetuate the othering of PWID, stating “the ‘ultimate other’ of mental 
difference that lay behind the building of the asylums continues, albeit in a subtler 
form (Hall, 2005, p. 108). At least in the United Kingdom (UK), social inclusion of 
PWID is narrowly understood to be, and restricted to, independent living and 
employment. Hall (2005, p. 108) argues, “So, while getting a paid job is a key 
criterion of ‘social inclusion’ for PWID, the experience of work can be extremely 
variable—for some a positive inclusionary experience, for many a difficult 
exclusionary combination of low-waged and low-skilled employment. Conversely, 
many PWID who do not want to or cannot be employed are often involved in non-
paid social or cultural ‘work’ in separate socio-spaces and networks, providing an 
alternative context of ‘inclusion’, yet also ‘excluding’ them from majority society”.  
Stereotyping continues to be another form of stigmatisation which perpetuates the 
marginalisation and exclusion of PWID. Pelleboer-Gunnink, van Weeghel, and 
Embregts (2021) note that while the modern stereotyping of PWID -which uses more 
subtle, and even positive sounding terms to describe people with PWID -does not 
correlate with high levels of explicit discrimination, it can lead to muted forms of 




In terms of access barriers to healthcare for people with disabilities in South Africa in 
general, there have been a few studies showing the difficulties experienced ragrading 
the question of transport to and from services. As in many other African countries, 
and in the absence of a well-functioning state-provided accessible transport system, 
many impoverished South Africans depend on minibus taxi services for their transport 
needs. These taxis have a poor safety record (Janmohammed, Van Niekerk, Samuels, 
Naidoo, & Van As, 2019) and present major challenges in terms of accessibility for 
people with a range of impairments, including mobility impairments and 
communication impairments (Behrens & Görgens, 2019; S. Green, Mophosho, & 
Khoza-Shangase, 2015; Kett, Cole, & Turner, 2020; Vergunst et al., 2017; Visagie, 
Duffield, & Unger, 2015). So even where services are available, they may not be 
accessible – an issue I return to later in this study. 
 
In South Africa, health inequalities have existed for decades, with the majority Black 
population having struggled to access healthcare services because of the past 
segregation laws (Harris et al., 2011). Similarly, in the United States of America, 
racial and ethnic disparities in health can be worsened by segregation through the 
concentration of poverty in segregated areas, and limited educational and employment 
opportunities (Caldwell et al., 2017). However, in areas with increased segregation 
(for instance, rural areas that are overwhelmingly African American) African 
Americans and Hispanics report having their healthcare needs met, compared to areas 
where these population groups are the minority. The authors conclude that “African 
Americans and Hispanics in segregated areas reported having their health care needs 
met underscores the need to identify assets and sources of resilience on which 
racial/ethnic minority communities rely…” (Caldwell et al., 2017, p. 10). The authors 
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also note that a high volume of reports of healthcare needs being met for African 
Americans and Hispanics living in high segregation areas does not necessarily mean 
that these populations have access to specialist services, quality healthcare services 
and appropriate and timely follow-up of patients. 
  
According to Coovadia, Jewkes, Barron, Sanders, and McIntyre (2009), the current 
South African health system is still based on the past colonial Act of 1897, in which 
the provision of two health sectors was allowed and encouraged in one country, i.e., 
the public and the private healthcare sectors. The well-funded private sector was 
historically affordable only to Whites, while the poor from low socio-economic 
backgrounds (the majority of the population) could only access the public healthcare 
sector (Mahlathi & Dlamini, 2015; Naidoo, 2012). Currently, the delivery of 
healthcare services in South Africa is no longer guided and delivered based on skin 
colour, but based on economic circumstances and social class. Although the 
Constitution stipulates that health is a basic human right for all South Africans, access 
to healthcare for the majority of South Africans is still very difficult. Although there 
have been improvements, especially at primary healthcare level, the public health 
services are still characterised and fragmented by inherited severe challenges of the 
Apartheid era. While life remains difficult for Black people living in low socio-
economic environments in South Africa, it is even worse for those with ID and their 
families living in the same or similar economic and living conditions (Kromberg et 
al., 2008; McKenzie, 2016; Schlebusch, Samuels, & Dada, 2016). Most studies on ID 
in South Africa have reported significant challenges faced by people with ID. For 
instance, Kromberg et al. (Kromberg et al., 2008) reported that children diagnosed 
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with disabilities in rural areas were deprived of basic needs like healthcare, education, 
etc., and these affected their quality of life (QoL). 
 
1.5 Motivation for the study 
For eleven years, I worked as a clinical psychologist in the ID services at in 
Mitchell’s Plain, Cape Town. This specialised service is situated approximately 10km 
from Khayelitsha, and Khayelitsha is within the catchment area of the hospital. I have 
recently transferred to the only other hospital in the Western Cape offering specialised 
ID services (largely for people with both ID and psychiatric difficulties), and I remain 
part of an ID team with my Lentegeur colleagues. I am the first (and still the first) 
isiXhosa-speaking, Black African clinician on this team. In my work, it became clear 
early on that parents and caregivers of both children and adults with ID struggled to 
understand ID, its causes and treatment as explained by doctors within the hospital 
context. This is a general difficulty, but the gap between the medical team and the 
parents and caregivers felt much greater for me in the case of isiXhosa-speaking 
parents. Not only was there a language barrier, but also a struggle on the part of 
personnel to understand the world of the service users – both in terms of views and 
traditions they adhere to, and in terms of the urban poverty context in which they live. 
It has always been my clinical impression that this lack of understanding may 
contribute to a context conducive to the person with ID themselves presenting with 
challenging behaviours and, in some cases, with serious comorbid psychopathology. 
Furthermore, potential development of children with ID could further be constrained, 
with their families not receiving or accessing the support they may need. I have found 
that some parents struggle to disclose the child’s ID to extended family members and 
to the community. Some report that they fear being stigmatised by the community, as 
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community members view a child with ID as a “curse”. There have been cases where 
children have been locked up alone inside their homes, institutionalised or abandoned 
in children’s homes. It is noted in literature that institutionalisation of intellectually 
disabled children is common among low socio-economic groups. Others have 
admitted seeking alternative forms of healthcare existing in the community, 
sometimes because they see these forms of care as being more in line with their 
views, but also because these services may be more accessible to them when 
conventional biomedical services are difficult to access. 
  
These observations led to an interest in investigating the phenomenon of Black 
African parents and carers of children with ID in order to understand their experiences 
of raising a child with ID and to establish how their understanding of ID may relate to 
their healthcare-seeking behaviours and experiences. I also wanted to know more 
about alternative care providers in the ID field. As the only Black African clinician in 
my work team, and the only native speaker of isiXhosa, I am often positioned as 
being an insider expert into the world of my clients, but there was much that I did 
now know. Part of the function of this dissertation is to make visible a patient and 
provider world which clinicians should know about if they want to provide 
contextually appropriate care. 
 
1.6 Rationale for the study 
The ongoing paucity of research and information on experiences of Black parents and 
caregivers who have children diagnosed with ID in South Africa creates an important 
impetus for addressing this knowledge gap. It is clear that there are many issues 
which could be researched. This study represents a small foundational step that aims 
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to contribute to, and build on, the currently sparse evidence on how some urban Black 
African parents and caregivers are impacted on, and experience living with, a child 
who has ID, and where they go for help. Building up empirical data on this issue is 
important – Black Africans are in the majority in South Africa, but we have very little 
systematic knowledge of their understandings of ID. It was important to understand 
their conceptualisation of ID, and to explore difficulties, if any, experienced in the 
public health system as a result of different contextual issues, such as cultural beliefs, 
language, etc. 
 
As also shown in the literature, a range of cultural health systems do exist in South 
Africa, with traditional healers and spiritual healers at the forefront of providing such 
alternative forms of healthcare (Peltzer, 2009ba). As such it was also important to 
explore how alternative, culture-based forms of healthcare operate in the context of 
ID, and in particular, to explore the views and understanding of ID among these 
healers. The research was exploratory in nature, but should provide some foundational 
information for planning, developing, and testing later interventions for parents and 
caregivers following the diagnosis of ID. 
 
1.7 Problem statement 
Little evidence exists on how raising intellectually disabled children is experienced 
among Black African parents and caregivers in South Africa. Black African isiXhosa-
speaking parents and caregivers with children with ID may seek care from different 
health sectors (Kleinman, 1978), and may struggle to comprehend and manage 
because of different understandings and explanations about the causes and treatment 
of ID. This could be due to contextual factors that may have a direct or indirect 
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influence on the treatment and care of children with ID. Current mainstream available 
services provided may not be fully responsive to the needs of parents and caregivers 
from diverse cultures, particularly Black African parents and caregivers.  
 
As I have mentioned, furthermore, the reviewed literature has shown that it is 
common in African cultures to use both Western and traditional healing systems 
(Kromberg et al., 2008). However, for decades, and because of the stigma attached to 
the indigenous healing systems, the healers’ perspectives are seldom explored. 
Although both faith and traditional healers are very important within the South 
African context, little is known in literature about their views on IDs and their 
treatment methods. This study aimed to provide a preliminary knowledge base in 
these areas.   
 
1.8 Research question 
The current study investigated experiences of Black African parents and caregivers 
with children diagnosed with ID, as well as healing resources they may consult apart 
from those in the Western health system. The main research question, as I formulated 
it at the beginning of the study, was: “What are the understandings and patterns of 
seeking help of parents and caregivers of Black African children with intellectual 
disabilities in urban Cape Town?”; the sub-studies looked at:   
1) What is the understanding of ID and help-seeking patterns of parents 
utilising ID services (IDS) at Lentegeur Hospital in Cape Town? (Sub-
study One – SS1).  
2) What traditional and spiritual health practices are available for children 
with ID? What are the traditional and spiritual/religious healers’ 
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understandings of ID and of the possibilities of working together with the 
formal health system? (SS2A and SS2B). 
3) What is the understanding of ID and how is raising a child with ID 
experienced by parents who are non-users of formal IDS in Cape Town? 
(SS3). 
As will become clear, as the study developed, I also became interested in the context 
of beliefs and EMs, and in how the urban poverty context plays a role not only in how 
people experience ID and care, but in how they do and do not access care. 
 
1.9 The study aims 
To explore experiences of Black African parents and caregivers of children with ID, 
and their help-seeking practices following the diagnosis of ID, and to gain an 
understanding of traditional and faith-based services. 
 
1.10 Terminology 
There have been broad based discussions in the literature about the name and the 
definition of the term “intellectual disability”. Some of these discussions previously 
revolved around changing the terminology used to identify ID. Many authors saw 
these changes as necessary because previous terminology was not only perceived as 
derogatory, offensive and stigmatising, but also disregarded various aspects of ID, 
with a focus almost entirely on narrow ideas about cognitive functioning. As a result, 
shifts were observed from what were perceived to be more offensive to less offensive 
terms to better identify this condition. It appears the newly identified terminology and 
definitions were generally acceptable world-wide and included various characteristics 
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of ID that were missing from the initial terms used in the past. Contemporary terms 
include “intellectual disability” (ID), intellectual developmental disorder (IDD), 
learning disorder and neurodevelopmental disorder (Matson, 2019). The most 
commonly used term in most countries is “intellectual disability” (Schalock 
(Schalock, Luckasson, & Shogren, 2007) et al., 2007), though in the UK the preferred 
term in referring to the same condition is “learning disability” (Carulla et al., 2011; 
Cluley, 2018). As in most countries around the world, in South Africa the most 
commonly used term is “intellectual disability” to identify and define the condition 
(Adnams, 2010). Along with changes in terminology, ID has also been discussed in 
various ways to make it understandable. The latest definition of ID includes 
significant limitations both in intellectual functioning and in adaptive behavior, as 
expressed in conceptual, social, and practical adaptive skills (American Psychiatric 
Association, 2013). Experts in the field of ID argue that the new terminology and new 
definitions are better and more suitable because, amongst other things, they “align 
better with current professional practices that focus on functional behaviors and 
contextual factors” (Schalock (Schalock et al., 2007, p. 118).   
 
While these changes are observed and consensus reached in the formal sector, ID is 
still identified with various terms across different cultural groups all around the world. 
This is consistent with Kleinman’s observation that there are different EMs of 
identifying and understanding illness. For the purpose of this study, the term 
“intellectual disability” will be used throughout the dissertation, and unless I state to 
the contrary, when I used the term “intellectual disability” or “ID”, I am referring to 




1.11 Theoretical framework  
Two related theoretical approaches form key influences on this study. First, I briefly 
discuss cultural approaches to care, drawing on the work of Kleinman (1978). 
Following this, I link the discussion to Bronfenbrenner’s (1979) ecosystemic 
approach. 
 
1.11.1 Understanding the cultural context of ID: Using Kleinman’s (1978) 
approach  
In the field of research into ID, it is probably true to say that there has been more 
emphasis on ID as an ongoing health and life condition than on cultural issues 
affecting its presentation and how it is understood and managed. The comparatively 
few existing studies on culture and ID are commonly based on a single contemporary 
dominant Western world-view, and their focus has been mainly on inclusion, 
participation, and the need to develop quality ID services. However, not much 
attention has been given to the lived experiences of people with ID and their families 
from various ethnic backgrounds living in low socio-economic environments or in 
low or middle-income countries. There is strong evidence to suggest that most people 
with ID live in lower income environments (Maulik et al., 2011); among other things 
they experience poverty, lack of services, barriers to healthcare access, stigma and 
discrimination (Adugna, Nabbouh, Shehata, & Ghahari, 2020; Ali et al., 2013; 
Alzubaidi, Mc Namara, Browning, & Marriott, 2015). In addition, studies have 
reported a lack of culturally congruent services, and negative attitudes of healthcare 
professionals towards people with ID (Rose, Kent, & Rose, 2012). All of these 
difficulties faced by people with ID and their families imply not only the need for the 
development of ID-specific services, but also culturally appropriate and culturally 
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congruent services for people with ID from various ethnic backgrounds. The 
development and implementation of appropriate ID services requires an appropriate 
understanding of ID, its causes and management according to each ethnic group in a 
multicultural society and the context in which it occurs (Kleinman, 1978). In order to 
understand healthcare systems for people with ID, as well as the processes involved in 
management of ID, Kleinman’s approach is used as a conceptual framework 
(Kleinman, 1978).  
 
1.11.2 Explanatory models 
This dissertation will employ Kleinman’s (1978) concept of Explanatory Models 
(EMs) of illness to conceptualise how Black African isiXhosa-speaking parents and 
caregivers with children with ID understand ID. According to Helman (2007, p. 128), 
“EM is the notion about an episode of illness and its treatment that is employed by all 
those engaged in the clinical process”. This is further viewed as the way of 
understanding and making sense of illness according to the various social contexts. It 
further helps in understanding the way illnesses are managed in various communities. 
According to this model, both the patient and the healthcare practitioner have their 
EMs (Helman, 2007). Therefore, both can provide their own opinions and ideas on 
the management of the illness. Though ID is not an illness, the principle of exploring 
the EMs of caregivers and healers of various kinds applies here too. While many 
parents react with shock to the diagnosis of their children’s ID, the diagnosis may also 
stimulate a need for answers with regard to the development, causes and management 
of this condition (John & Montgomery, 2016; Morgan & Tan, 2011). Previous studies 
have also demonstrated that parents and caregivers of children with ID try to make 
sense of and develop EMs about their child’s ID. For research on ID, the EM 
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framework can provide the opportunity for parents and caregivers to report and reflect 
on their beliefs about the causes, treatment options and societal attitudes on those with 
ID (John & Montgomery, 2016; Mills, 2018; Shyu, Tsai, & Tsai, 2010).   
 
1.11.3 Kleinman’s typology of care systems 
Building upon Kleinman’s thesis on the interconnectedness of healthcare sectors in 
the context of culture (Kleinman, 1978), Helman argues that across the world, in most 
societies, healthcare exists within a context of pluralism (Helman, 2007). When 
people experience ill health, whether in the body, mind, or soul, their care-seeking 
behaviour varies – they may seek healthcare from different and disparate sources, and 
a single individual may seek care from multiple sources for the same condition. As 
such, in any given health system there may be different forms of healthcare and 
different modes of healthcare practice (Helman, 2007). Each form and mode of 
healthcare practice will have its own way of explaining, diagnosing and treating 
illness.  
 
Borrowing from and expanding on Kleinman (1978), Helman posits three different 
but overlapping and interconnected sectors of healthcare, namely the Popular Sector, 
the Folk Sector and the Professional Sector (Helman, 2007). In each sector, there are 
particular ways of “explaining and treating ill health, defining who is the healer and 
who is the patient, and specifying how healer and patient should interact in their 
therapeutic encounter” (Helman, 2007, p. 82). 
 
The popular sector consists of basic, lay non-professionalised ways of dealing with 
illness. At this level, recognition and treatment of illness occurs in the context of the 
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family. Treatment may be in the form of home remedies, or practices (e.g., changes in 
diet or behaviour) one can engage in at home, often at little or no monetary cost. In 
the popular sector individuals who act as conduits of advice include those with 
experiences of a particular ailment, and those who interact frequently with the public, 
such as hairdressers, bartenders or salespeople, organisers of self-help groups, 
members of certain healing cults or churches, for example. In the popular sector, often 
there are no fixed rules governing the dispensing of advice, with an individual 
occupying the role of healer and patient interchangeably depending on the 
circumstance.  
 
The folk sector consists of individuals who, though they often practice as trained 
healers, occupy the intermediate role between popular and professional sectors. Folk 
healers practice forms of healing that are either sacred, such as spiritual healers and 
izangoma (an isangoma, which is the singular for the plural izangoma, is a traditional 
healer or diviner); or secular such as technical experts like midwives or herbalists. A 
strength of folk healers, according to Helman (2007), is that they usually come from 
the same world in terms of community, culture and values, as the people they provide 
healing services to. They also employ a holistic approach to the treatment of ill health, 
considering a patient’s relationships with others, the natural environment and the 
spirit world in diagnosing and treating a condition.  
 
The professional sector is made up of the legally recognised and sanctioned Western 
biomedical form of healthcare. This dominant and widely practiced form of 
healthcare has its own culture and value system which informs its explanation, 
diagnosis and treatment of ill health. As Helman (2007) points out, even though this 
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sector is associated with world renown, power and prestige, it serves a relatively small 
proportion of the population in most parts of the world, largely due to healthcare 
inequities in terms of access, providing further impetus for the need to look at and 
understand the other modes of healthcare that people use. Further, there is a 
significant body of work that provides a sharp critique of the Western biomedical 
healthcare system, ranging from identifying its weakness of adopting individual-
centric approaches that fail to tap into the family as a resource and a support, to the 
treatment of people as merely “bodies” – the “reductionism, mind-body dualism and 
objectification of body so characteristic today of the disease perspective” (Helman, 
2007, p. 102).  
 
Each sector has its own advantages and disadvantages. Each of the three sectors may 
serve a different purpose, and each is underlined by a different way of perceiving the 
world, of recognising and understanding illness, and ultimately approach treatment 
differently. Where an individual utilises all three, this becomes particularly salient in 
providing a glimpse into their understanding of what they need and receive from each. 
In the current study, how caregivers of PWID utilise different sectors was examined. 
In particular, this study was interested in investigating how healthcare pluralism, 
specifically as this relates to the professional and folk sectors, intersects and overlaps 
in the provision of services for PWID. The study also examined the motivations, 
understandings and experiences of caregivers of PWID in utilising all three sectors.  
 
1.11.4 Bronfenbrenner’s Ecological Systems Theory 
In order to understand a multilevel view of parents and caregivers’ experiences of 
children with ID from various sectors of the society, I drew on Bronfenbrenner’s 
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(1994) socio-ecological model. Adopting a systemic approach to investigate parental 
and caregivers’ experiences is very important because their experiences of caring for 
a child with ID and help-seeking efforts are influenced by the environments in which 
they live, and the inequalities that exist within society (Oni et al., 2016). A systems 
approach is a useful tool to understanding multilevel and multisectoral determinants 
of help-seeking for parents and caregivers of children with ID (Vearey, Luginaah, 
Shilla, & Oni, 2019). Drawing from this theoretical framework, it can be assumed that 
people with ID, their parents and caregivers may have good or bad experience of ID 
and how it is responded to through their day-to-day interactions with the multiple 
levels of the society and that these may differ from person to person. In order to gain 
a deeper understanding, it was important to explore their lived experiences on various 
levels of the social context and their effects.  
 
According to the socio-ecological model (Bronfenbrenner, 1994), a bidirectional 
relationship exists between individuals and the social context. As a result, in their 
continuous interaction on a daily basis, an individual can be affected by or can affect 
the environment they are living in. I can assume that people with ID may have good 
or bad experiences of the condition and its management and care as a result of their 
continued interactions with multiple levels of the system.    
   
For Bronfenbrenner (1994), individuals interact with the environment on five 
different levels: the interpersonal, organisational/institutional, community, socio-
political and chronosystem levels. These are briefly discussed below in relation to the 






Bronfenbrenner’s Ecological Model (1979) 
 
1.11.4.1 The micro-system  
The micro-system, according to Bronfenbrenner (Bronfenbrenner, 1992), is the first 
level situated in direct proximity to the person and in which the person has direct 
interactions and relationships within his or her social and physical environment. 
These include direct interaction of an individual with ID with his or her immediate 
environment, such as parents, caregivers, siblings, partner and children. On the micro-
system level, there are various elements that can directly influence positively or 
negatively the parenting or caregiving of a child with ID. These may include, but are 
not limited to, the relationship between a child and parent and parenting strategies. A 




1.11.4.2 The meso-system 
Another level of understanding factors that are associated with the caregiving 
experiences with children with ID requires understanding of the meso-system. For 
Bronfenbrenner (1992), a meso-system consists of the interactions between two or 
more micro-systems and both individually can have an impact on the individual. This 
is the level where parents and caregivers may have connections within the 
microsystem and the environment outside their immediate environment, such as peers 
at school. These may include parents and caregivers’ marital relationships or religious 
support where they may influence parent-child relations (Algood, Harris, & Hong, 
2013). A number of studies have reported on the caregiver marital relations and their 
influence on the child with ID (Norlin & Broberg, 2013; Taanila, Kokkonen, & 
Jäirvelin, 1996; Wieland & Baker, 2010).  
 
1.11.4.3 The exo-system  
This refers to the environmental elements that have significant influence in the 
development of the individual with ID, but neither the child with ID or his/her family 
have any direct involvement, but may have indirect influence. These may include the 
government, the media, the churches, Traditional Healers and ID support services.  
 
1.11.4.4 The macro-system 
According to Bronfenbrenner (1992), the macro-system component of the ecological 
system describes the individual’s cultural and broader social context in which the 
individual with ID lives. This is about the broader level of the social context and can 
have great effect on the person and the family. The macro-system consists of the 
cultural values, customs, traditions and law that affect the micro-, meso- and exo- 
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systems. Children with ID and their parents and caregivers are affected, for example, 
by the culture, race and ethnic backgrounds as well as by laws and policies regarding 
disability and childcare.  
 
1.11.4.5 The chrono-system  
The chrono-system consists of transitions and the changes that happen over a period 
of time. In the South African context, for example, the country has been a democracy 
since 1994 and current functioning needs to be considered in light of this transition – 
the participants in this study are notionally living in a country which does not 
discriminate but in which there remain many issues from the past, as I shall show later 
in this dissertation. 
 
1.12 Definition of key terms 
 1.12.1 Intellectual disability 
The definition of intellectual disability has changed many times over the years. For 
the purpose of this dissertation, I used the World Health Organization’s (WHO) 
definition of ID. Under the WHO, ID “means a significantly reduced ability to 
understand new or complex information and to learn and apply new skills (impaired 
intelligence). This results in a reduced ability to cope independently (impaired social 
functioning), and begins before adulthood, with a lasting effect on development. 
Disability depends not only on a child’s health conditions or impairments but also and 
crucially on the extent to which environmental factors support the child’s full 
participation and inclusion in society” (Department of Health and Social Care, 2001). 
 
1.12.2 A caregiver  
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A parent, a family member, a relative, loved one or significant other who provides 
direct or indirect care to someone who cannot function independently due to ID.  
 
1.12.3 Folk carers 
According to Kleinman (1978), folk carers are informal healthcare practitioners who 
practice indigenous knowledge and who give care and provide support for people 
with ID and their families. In the study these include both Traditional Healers and 
spiritual healers. In the South African context, Traditional Healers include, but are not 
limited to, isangoma (diviner) and inyanga (herbalist).  
 
1.12.4 Professional carers 
According to Kleinman (1978), professional carers are Western trained healthcare 
practitioners and these include psychologists, doctors, social workers, nurses, etc.  
 
1.13 Structure and layout of chapters  
The current dissertation uses a manuscript-based format and has produced six 
manuscripts, all submitted for publication. Five of these are already accepted and 
published. As a result, all the traditional sections of a conventional dissertation are 
summarised, because each article has its own literature review, methodology, results 
and discussion sections. Each article or manuscript will be presented individually in 
its own dedicated chapter and respective links will be provided across the articles. 
The current PhD dissertation integrates these contributions and intends to present a 
unified body of work as whole. The dissertation is divided into four sections, each in 
turn divided according to the themes covered in the dissertation. Across all four 
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sections there are eight chapters, six of which are manuscripts that are either already 
published or accepted for publication. 
  
Here is the layout of the dissertation as a whole: 
 
1.13.1 Section One 
Section one consists of Chapters One and Two. The section presents the introduction 
and the background for this study. 
 
1.13.1.1 Chapter One  
The current chapter provides a general introduction to the dissertation and the 
motivation for undertaking the current study. The theoretical framework that I have 
based my enquiry on is also outlined. 
 
1.13.1.2 Chapter Two  
This chapter is presented in two parts. The first part is in the form of a manuscript 
which has been accepted for publication in the African Journal of Disability (AJOD). 
The article, entitled “Parents, caregivers and their experiences of raising a child with 
Intellectual Disability (ID); A narrative synthesis of qualitative studies” covers the 
latest evidence from peer-reviewed literature published over the past 30 year. It 
focuses on the caregiving experiences of parents and caregivers of children with ID in 
Africa. The second part of the chapter reviews current broader literature on parents 
and caregivers, traditional healers and spiritual healers’ EMs of ID. Recent studies on 
EMs, access to care literature and studies that have utilised Bronfenbrenner’s 




1.13.2 Section Two 
This section is made up of three chapters that include Chapters Three, Four and Five. 
This section explores direct experiences of parents, relatives, or legal guardians 
supporting and caring for an individual with ID in the context of extreme poverty and 
deprivation. 
 
1.13.2.1 Chapter Three  
Chapter Three is in article format and examines the parents’ and caregivers’ 
understanding of ID and their perceptions of ID in their communities. Kleinman’s 
(1978) explanatory model approach has been employed to understand their help-
seeking behaviours. This chapter has been published in a peer-reviewed journal.  
 
1.13.2.2 Chapter Four  
Chapter Four focuses on the barriers the parents and caregivers face while attempting 
to access services for their children with ID. This chapter explores these parents and 
caregivers experiencing and enduring the hardship and stress of accessing critically 
needed intervention and support.  
 
1.13.2.3 Chapter Five 
In Chapter Five, I focus on those parents and caregivers who are currently not using 
IDS. It explores their understanding and beliefs about causes of ID, their support 
systems, if any, and their reasons for not using ID specialised services available to 
them. Presented in article form, it further demonstrates the reasons these caregivers 




1.13.3 Section Three 
Section Three of this PhD project focuses on the folk sector. It consists of two 
chapters in manuscript form that focus on Traditional Healers and Spiritual Healers. 
  
1.13.3.1 Chapter Six 
This chapter focuses attention on traditional healing practices in Cape Town. It 
examines their EMs and treatment methods of ID in a multicultural and low-resourced 
area in South Africa. This chapter also explores their views on collaboration with the 
Western trained healthcare practitioners.  
 
1.13.3.2 Chapter Seven 
Chapter Seven explores the views, experiences and EMs of spiritual healers in the 
context of ID in Cape Town in South Africa. This chapter is also presented in a 
manuscript format and is currently under review for publication in a peer-reviewed 
journal. 
 
1.13.4 Section Four 
Section Four contains the conclusion and recommendation sections. Both are 
reconciled in Chapter Eight of this dissertation. 
  
1.13.4.1 Chapter Eight  





Table 1.1 provides a schematic overview of the layout of the dissertation. 
 
Table 1.1  
Summary of Chapters and Publications 
Section Chapter Topic Publication status (where applicable) Authors and 
Title (where 
applicable) 
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1.14 Methodological issues 
1.14.1 Why I chose a qualitative design 
The overall study design of this doctoral study employed qualitative research methods 
to examine the experiences and perspectives of parents and carers whose children 
have ID. The study consisted of six articles from three sub-studies. Sub-study One 
(SS1) included parents and primary caregivers who are using the hospital services, 
Sub-study Two (SS2) included traditional and spiritual healers providing health 
services to parents and primary caregivers of children with ID, and Sub-study Three 
(SS3) was with those parents and caregivers who do not use the hospital health 
services. 
 
The current dissertation uses qualitative research design because it allows for a 
naturalistic approach and allows the researcher to use a range of world-views and 
approaches in order to understand, interpret and explain the studied phenomena 
(Leavy, 2014). Oral, visual and written data sources all make up the range of data 
collection techniques that are utilised in qualitative research in order to provide an in-
depth understanding of the problem and its context. Written data sources involve 
policy document reviews, field notes and reflective journals (Leavy, 2014). Oral 
techniques include the use of informal conversations, individual interviews and focus 
group discussions (FGDs) (Turner, 2010), which are normally audio-recorded. 
 





I conducted individual interviews for all the three sub-studies and additional FGDs for 
the study on traditional healers. The choice of individual interviews for data collection 
with parents and caregivers as opposed to FGDs, for instance, was informed by the 
fact that individual interviews are used to explore individual views and experiences, 
giving an in-depth sense of the individual respondent’s experience, while FGDs are 
normally used to explore group norms. The dissertation is mainly concerned with the 
individual experiences of Black African parents and caregivers of children with ID 
residing in urban townships in Cape Town. Additionally, the views of traditional and 
spiritual healers were sought to understand the care-seeking behaviours of parents and 
caregivers of children with ID and different forms of healthcare work in the context of 
ID in the study setting, thus FGDs were more suitable for this aspect of the study.  
 
I further made use of a general interview guide approach where a semi-structured 
topic guide was used and highlighted the uniform information to collect from all the 
respondents while still allowing for flexibility in questioning. This allowed more 
focus in the interview than an informal conversation would, and allowed for easier 
comparisons later without closing the door to unexpected helpful new information not 
covered by the guide (Turner 2010).  
 
Furthermore, the design allowed the use of various methods to collect data for all 
three sub-studies. These included a semi-structured topic guide, field notes, informal 
conversations, interviews and audio recordings to gain a deeper understanding of the 
issues as well as the context in which they occur.    
 
1.14.2 Recruitment procedure 
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In light of the qualitative research design, Patton (2002) highlights the importance of 
a field entry strategy to gain access to the participants. The field entry for parts of this 
project was made possible by a former PhD candidate, a Black African woman with 
considerable experience as a community health nurse, who had worked on traditional 
healing for her PhD. She introduced me to the local traditional healers’ organisation 
(THO) organiser. This THO leader subsequently introduced me to the other 
traditional healers and then later to the spiritual healers. For the first sub-study, I 
recruited 20 Black African isiXhosa-speaking parents and caregivers of children with 
ID staying within the hospital’s catchment area. Participants were recruited through 
Intellectual Disability Services (IDS), both Out-Patient Department and In-Patient 
unit. Following this, I then recruited traditional and spiritual healers, as well as ten 
parents and caregivers of a child with ID who are not using any hospital system, for 
Sub-studies Two and Three respectively. Parents and caregivers of non-users were 
recruited from Khayelitsha through the snowballing method. 
 
1.14.3 Participants: Inclusion and exclusion criteria 
The sample consisted of only the participants who were able to give informed consent 
and understand their rights and responsibilities in the study. They were also informed 
about their right to withdraw from the study at any point of the study. Participants 
were also informed that findings would be shared and presented to various platforms 
and also published in academic journals. During all these processes their identity 
would always be protect through the use of pseudonyms. 
 
The sample size consisted of 28 parents and caregivers of children diagnosed with ID 
staying within the LGH’s IDS catchment area. Of the 28 caregivers and parents, 20 
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were those who used hospital services and eight were those who did not use the 
hospital services. In addition, I recruited 23 folk carers (traditional and spiritual 
healers) to add to the sample. There were 15 traditional healers and eight spiritual 
healers who were recruited for the study. 
  
All participants spoke and understood isiXhosa, with the age range of 18 years to 65 
years. The participants were all parents or a primary caregiver of either boy or girl 
children.   
 
1.14.4 Study setting    
According to Satcher (2010), the individual’s health status is substantially determined 
by the conditions in which the person was born, lives and works. Choosing a study 
site and giving particular focus to a Black African urban area was important for 
various reasons. Khayelitsha township was identified as appropriate since it is where 
the majority of the target population (isiXhosa-speaking) reside within the LGH 
catchment area. The area is also one of the areas hugely affected by the past 
discrimination laws and inequalities which are sadly still prevailing in Cape Town 
(Scott, Stern, Sanders, Reagon, & Mathews, 2008). Khayelitsha is characterised by 
high unemployment rates, poverty and deprivation. Studies conducted in Cape Town 
have described Khayelitsha as the example of high levels of inequality between the 
rich and the poor. Under Apartheid laws Khayelitsha was designed for Black Africans 
only, and continues to bear this legacy in the democratic era. The area is 
predominantly isiXhosa-speaking and English is used as a second or third language. 
Prevalence of ID in this population is still unknown. Although there are various 
organisations working in these communities with people with various illnesses, 
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services for people with ID are still scarce (Adnams, 2010). LGH, within which IDS 
is a unit, is one of the three major psychiatric hospitals in the Cape Town 
area. Established during Apartheid as an institution for “only” the Coloured 
psychiatric population, the hospital’s catchment area involves most of the major urban 
townships in Cape Town, including Khayelitsha, which is approximately five 
kilometres from LGH. LGH was appropriate for identifying and recruiting 
participants for the sub-studies focusing on parents and caregivers of children with 
ID, because hospital-based sampling fits in with Kleinman’s (1978) theoretical 
framework which underpins this doctoral study. For the traditional and spiritual 
healers’ sampling, Khayelitsha was appropriate as a recruitment site because there are 
studies on traditional healing methods which have indicated that there are a number of 
traditional healers practising in this township.  
 
1.14.5 Data collection 
In order to meet the study objectives, I used both Kleinman (1978) Explanatory 
Model framework and Bronfenbrenner (1979) ecological model to guide the design of 
the data collection instruments for both the FGDs and individual interviews. In line 
with the study objectives, I intended to elicit explanations of ID, parents’ experiences 
of raising a child with ID, access to services, traditional healers’ perspectives and 
those of spiritual healers. My aim was to explore explanations and subjective 
experiences of ID from those who care for PWID across various levels of the 
healthcare system. 
 
1.14.6 Focus group discussion  
Stellenbosch University https://scholar.sun.ac.za
 47 
One FGD with traditional healers was conducted. FGDs are an appropriate method for 
exploring group norms. While individual interviews provide an in-depth sense of the 
individual respondent’s experience, they are limited in capturing that depth of 
experience at a community level. FGDs enabled the exploration of issues at a 
community level. In Sub-study Two, the views and perspectives of traditional and 
spiritual healers working with children with ID, and with parents and caregivers of 
children with ID, were sought using FGDs in addition to the individual interviews, 
because it was the most appropriate method for gathering data in this group to provide 
a community level sense of how ID is understood in the community, and how they 
treat and manage in the folk sector.  
 
A topic guide was designed for the FGD with traditional healers (see Appendix A2), 
and it is this semi-structured instrument that was used in the discussion to elicit the 
views, understandings, and experiences of traditional healers in providing services to 
children with ID and their parents and caregivers.  
 
1.14.7 Individual interviews 
Twenty individual in-depth interviews were conducted with parents and or caregivers 
of children with ID accessing services at LGH. Some of these were with more than 
one caregiver. A further eight individual in-depth interviews were conducted with 
parents or caregivers of children with ID who are not accessing services at LGH. As 
stated above, additional individual interviews with traditional and spiritual healers 
were conducted. 
 
1.14.8 Data analysis 
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1.14.8.1 Data analysis of individual interviews 
In this qualitative study, analysis of data was by means of the thematic analysis 
approach (Braun & Clarke, 2006). As indicated elsewhere in the document, 
interviews were recorded using a digital voice recorder. They were transcribed and 
then translated from isiXhosa into English and the translation checked against the 
original recording to ensure accuracy by the isiXhosa-speaking primary investigator. 
Following each interview, field notes were also written to capture the context, 
environment and non-verbal communication. These were reflected on after each 
interview and used to guide further interviews where appropriate. I used qualitative 
data software ATLAS. ti (v.8) to support the analysis. I did the initial data analysis 
and then checked the analysis in collaboration with my supervisor. All disagreements 
were vigorously discussed until they were resolved. Data were then analysed using 
thematic content analysis where each transcript was first read through, then manually 
coded and repeated codes were categorised into themes (Braun & Clarke, 2006; 
Lewis, Ritchie, Ormston, & Morrell, 2003; Renner & Taylor-Powell, 2003).  
 
1.14.8.2 Data analysis of focus group discussions 
In the analysis of the FGDs I also employed Braun and Clarke’s (2006) thematic 
analysis method, described above. 
 
1.15 Ethical considerations 
The ethical approval for this PhD project was obtained from the Stellenbosch 
University’s Humanities Research Ethics Committee (HREC) (Appendix B1: HREC 
REF: 2017-0720) and the Western Cape’s Department of Health Ethics Committee 
(Appendix B2: REF: 01 December 2017). Formal permission was also sought from 
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LGH. Informed consent was sought from all participants (parents, carers, traditional 
healers and spiritual healers) before the onset of research procedures (Appendix C1, 
Appendix C2 and Appendix C3) . The study’s aims were fully explained to all the 
participants. More information on ethics is given in each published paper. 
 
This chapter has provided a brief overview of my study. In the next chapter I review 




CHAPTER TWO  
LITERATURE REVIEW  
Chapter Two of this dissertation focuses on the review of recent studies on ID and 
EMs. This chapter contains two parts in which Part 1 is presented in manuscript form 
and is a systematic review of studies with a specific timeframe, topic and geographic 




CHAPTER TWO – PART 1  
ARTICLE ONE 
African families’ and carers’ experiences of raising a child with intellectual 
disability (ID): A narrative synthesis of qualitative studies 
2-1.1 Introduction to Article One 
Chapter Two, Part 1, is presented in the form of an article already published in a peer-
reviewed journal, African Journal of Disability. The abstract was then submitted and 
accepted for an oral presentation at the ECI conference on the 9th and 10th September 
2021 (Appendix E3). The article addresses ID issues in Africa where the prevalence is 
much higher than in high-income countries. I further discuss severe treatment gaps 
that exist for children with ID’s specialised services. The manuscript further provides 
the synthesis of published qualitative studies conducted in Africa between 1975 and 
2019 that investigated factors affecting the caring and raising of children with ID in 
Africa from all systems of healthcare, as described by Kleinman (1978), i.e., popular, 
folk and professional sectors. I chose a longer timeframe to increase the number of 
eligible studies included within this time period (Meline, 2006). The chapter provides 
a systematic review of literature and it provides a detailed methodology in conducting 
a systematic review of studies.  
 
As stated above, Part 1 provides a systematic review of literature and follows a 
detailed methodological process involved in conducting systematic reviews. This part 
of Chapter Two further contains a summary of all nine published studies that met the 




African Families’ and Carers’ Experiences of Raising a Child with Intellectual 
Disability: A Narrative Synthesis of Qualitative Studies 
 
Siyabulela Mkabile1, 2, 1Department of Psychiatry and Mental Health, University of 
Cape Town, Cape Town, South Africa; s.mkabile@uct.ac.za; ORCID: 
https://orcid.org/0000-0002-9148-8907; 2Department of Psychology, Stellenbosch 
University, Stellenbosch, South Africa 
 
Kathrine Lousia Garrun, Department of Psychology, Stellenbosch University, 
Stellenbosch, South Africa; kgarrun@gmail.com 
 
Mary Shelton, Faculty of Health Sciences, University of Cape Town, Cape Town, 
South Africa; mary.shelton@uct.ac.za 
 
Leslie Swartz, Department of Psychology, Stellenbosch University, Stellenbosch, 
South Africa; lswartz@sun.ac.za; ORCID: https://orcid.org/0000-0003-1741-5897 
 
*Corresponding author: Siyabulela Mkabile, Department of Psychiatry and Mental 
Health, Anzio Road, Human Resources and Development Centre, 2nd Floor, Room 
H74 Groote Schuur Hospital, Observatory, Western Cape, 7925, South Africa; 
Email: s.mkabile@uct.ac.za 
 
Conflict of interest 
The authors declare that they have no financial or personal relationships that may 

























CHAPTER TWO – PART 2  
BROADER LITERATURE REVIEW 
2-2.1 Introduction to Part 2 
In Part 1 of Chapter Two, I presented the systematic review of studies on caregiving 
experiences and ID in Africa. In Part 2 I now present a broader review of recent 
literature pertaining to this dissertation. The systematic review of studies on 
caregivers and parenting experiences of raising a child with ID has revealed various 
aspects involved on raising a child with ID within the African context. These include, 
but are not limited to, traditional and faith healing in Africa, use of both biomedical 
and alternative healthcare services (pluralism), access to care, barriers to healthcare 
services, collaborations between traditional and Western trained healthcare 
practitioners, EMs of ID and the ecology of ID. These are all large areas of study but 
will be discussed below insofar as they pertain directly to the current research project. 
 
2-2.1.1 The ecological context of intellectual disability services 
The conceptualisation of ID has evolved over the years from a pure biomedical 
approach to a more inclusive socio-ecological framework. These changes were due to 
the realisation of the close interaction between the individual with ID and their 
environment. Changes in conceptualisation would be expected to influence similar 
changes in services for people with ID. However, this has not always been the case. A 
number of studies on services for people with ID have shown an over-reliance on 
person-centred approaches (Claes, Van Hove, Vandevelde, van Loon, & Schalock, 
2010; Mansell & Beadle-Brown, 2004; O'Brien, O'Brien, & Educational Resources 
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Information, 1999). However, these approaches have to some degree failed to 
significantly influence the improvement of ID services. They pay little or no attention 
at all to the direct and indict effects of the environment on the individual with ID. The 
ecological systems approach notes that there is a strong connection between an 
individual with ID and his/her environment as they influence each other. 
  
Over the past few decades healthcare professionals and various government 
departments globally have been concerned about ID services. This has led to a 
significant movement advocating for the deinstitutionalisation of previously 
institutionalised ID patients, so that they can live in group homes and community-
based organisations. Community living of PWID has been widely lauded in the 
literature as it is correlated with improvements in the overall QoL for PWID. 
Although positive results have been reported in services following 
deinstitutionalisation, serious gaps in services for people with ID continue to be 
reported all around the world. However, these gaps are in excess in low-income 
environments where ID is found to be in high prevalence. Calls have been made for 
government departments and agencies that provide support and care for PWID to 
work jointly in an effort to improve services for this vulnerable population group.    
 
A number of studies on children with ID have repeatedly demonstrated how the social 
environments these children live in powerfully impact on their experience and 
management of ID, and how the ecological approach can be useful in planning for 
various services for people with ID (Hunt, McDonnell, & Crockett, 2012; Jacobs, 
MacMahon, & Quayle, 2018, 2020; Simplican, Leader, Kosciulek, & Leahy, 2015; 
Small, Raghavan, & Pawson, 2013). In this way these studies have demonstrated how 
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the social or environmental context affects the lives of PWID at various levels of the 
healthcare system. 
  
The global shift from considering and framing ID through a purely biomedical lens to 
a socio-ecological perspective is underlined by the introduction of two models of ID 
developed by the World Health Organization (WHO) and the American Association 
on Intellectual and Developmental Disabilities (AAIDD) respectively (Alveirinho 
Correia, 2021). The WHO’s multidimensional framework focused on International 
Classification of Functioning, Disability and Health (ICF); while the AAIDD’s model 
was a conceptual framework of human functioning (Alveirinho Correia, 2021). The 
two models emphasised the ID individual’s interaction with their environment and 
thus apply a similar ecological lens in the dimensions each framework focuses on 
(Alveirinho Correia, 2021). 
 
The WHO’S ICF standardises the language and concepts used in ID in order to allow 
for the clear sharing of information across different disciplines (Buntinx, 2013). Using 
an interactional approach, the framework specifically focuses on three domains of 
human functioning; that is, body functions and structures, activities and participation, 
with participation being the domain that most captures the ecological element of the 
model. The ecological perspective of the framework “places every person into a 
context”, recognising the interaction between the health of a PWID and their 
environment and how that produces, maintains and determines their functioning and 
disability (Alveirinho Correia, 2021). Similarly, the AAIDD multidimensional model 
highlights the importance of environmental factors in ID. The framework specifically 
looks at the symbiotic interaction between five dimensions of functioning: intellectual 
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disabilities, adaptive behavior, health, participation and context. Similar to the ICF, 
participation and context are the two dimensions within the model that most reflect 
the ecological perspective.  
 
The QoL approach strengthens these two models, which though relevant and needed, 
are analytical constructs more suited to the academic study of the ecological 
perspective. Conceptually, QoL refers to general feelings of well-being, positive 
social involvement, and opportunities for self-actualisation. The ecological aspect of 
the QoL identifies a person’s environment as key to understanding them. Alveirinho 
Correia (2021) notes that “these environments should be viewed as changeable, to 
accommodate the individual’s interests, needs and values” (Alveirinho Correia, 2021, 
p. 11). The QoL has thus been utilised in combination with participation and 
functioning dimensions to examine correlations between QoL, participation and 
functioning in children with ID. Results from one recent study (Williams et al., 2021) 
shows that greater levels of participation are associated with better QoL in children 
with ID, with community participation especially facilitating the relationship between 
functioning and QoL. The study also found that greater impairments in functioning 
are associated with lower QoL.  
 
The issue of challenging behaviours, a commonly mentioned concern in ID care 
(Baker & Allen, 2012; McGill et al., 2018), provides a useful example of the 
importance of context. Olivier-Pijpers, Cramm, Buntinx, and Nieboer (2017) show 
that applying an ecological approach to understanding challenging behavior in PWID 
highlights the organisational environment as one of those playing a key role in 
determining the quality of support services for PWID. Importantly, this study found 
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that creating a supportive environment for staff working with PWID helps staff to 
provide better support services and that this ultimately leads to lower levels of 
challenging behaviours in this population group. The authors assert that this is 
because challenging behaviour is a socio-ecological construct; it is very much 
determined by the environment a PWID lives and receives support in (Olivier-Pijpers 
et al., 2017). Utilising (Bronfenbrenner, 1979, 1992, 1994) socio-ecological 
framework, the authors identify the PWID’s ontosystem as their personal biological 
disposition and psychological characteristics. They then identify the PWID’s 
microsystem as being made up of social roles and interactions and activities with 
others, including family members and people who make up their support system, 
including staff members at ID services. A single PWID can have different 
microsystems. The mesosystem comprises interactive connections between the 
microsystems which bring together healthcare professionals attending to the PWID, 
their family members, and their community. The exosystem is made up of 
relationships between healthcare professionals and proximal factors which influence 
the microsystem, such as a disability service organisation’s upper management. The 
macrosystem consists of the rules, laws, funding and attitudes which underlie the 
ecological systems and cultural characteristics of that society. As can be noted, most 
of these actors and factors do not interact directly with the PWID, but in interacting 
and intersecting with each other, they ultimately shape the environment of the person 
with ID and this determines challenging behaviours (Olivier-Pijpers et al., 2017).  
 
Small et al. (2013, p. 283) point out that an ecological approach to public health 
recognises the limitations of individualised person-centred approaches to dealing with 
ID, and instead advocate for “whole system planning”. The authors’s point of 
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departure borrows from the position taken by Lang and Rayner (2012, p. 286) that 
“good health flows from the population level to the individual” (p. 2), highlighting the 
importance of analysing and addressing the social determinants of health. Small et al. 
(Small et al., 2013) further argue that “we cannot compartmentalize the biological, 
material, social and cultural dimensions of a person’s world” (p. 286).  
 
Taken together, these studies show that an ecological approach to ID services 
represents a step forward from a purely individual focus. The results of this 
dissertation, as I shall show, attest to this reality: PWID and their families have to be 
viewed within the multilayered, complex contexts and environments in which they 
live, seek and access care and services. The different layers that make up a PWID’s 
context and life need to be seen as symbiotic, interacting and intersecting positively or 
negatively to shape their experience of ID services and their carers’ perspectives and 
experiences of caring for them. These different layers can be leveraged to make ID 
services more responsive, for the ultimate good of PWID and their carers and 
families.  
 
2-2.1.2 Traditional and faith healing in Africa 
Following the review of published articles, evidence suggests that traditional as well 
as faith healing are common in Africa; indeed, in some parts these are the only means 
of care available to the users. Unfortunately, there is still scarcity of literature on the 
role of both traditional healers and spiritual healers within the healthcare system, in 




The few studies that exist have reported inconsistent treatment of people with ID in 
the past by religious healers and institutions. People with ID were either regarded to 
be the spawn of the devil or protected and looked after in monasteries (Ashman, 
Hulme, & Suttie, 1990). These ambiguities have been observed in different religions 
and religious practices in Africa, where in some religions they were labelled with 
negative terms. For example, in the Hindu religion, people with disability were 
referred to as “dwarfs”, “hunchbacks” and “freaks” and were considered to be 
attendants of Royalty, but blind persons were said to be legally unable to inherit the 
kingdom and overall disability was regarded as punishment for bad deeds (Miles, 
1995). In Christianity, the Old Testament presents people with disability as cursed 
and bans them from priesthood and from approaching the altar, and in the New 
Testament disability is seen as something to seek healing from, not as a condition to 
be accepted and managed (Selway & Ashman, 1998). A reinterpretation of the 
Biblical depiction of disability emphasises acceptance of one’s condition, saying 
“You have no need of miracles. You are complete as you are…. Love the light in 
thyself and that is cure enough” (Selway & Ashman, 1998, p. 433).  
 
However, despite these ambiguities, the important role that spirituality and religion 
play in people’s lives is undeniable. Over 80% of the world’s population adheres to 
some type of religion or other (Selway & Ashman, 1998). Studies investigating 
spirituality have explored how it is used to understand stressful situations, and the 
etiological aspects of stress and coping mechanisms through such difficulties. The 
overall emphasis has been on the healthy functioning of families. As such, spirituality 
has been hugely associated with resiliency in families during times of distress (Dey, 




2-2.1.3 Pluralism and healthcare in Africa 
A number of studies from multicultural settings have demonstrated that service users 
with ID use alternative healthcare systems as well as the formal healthcare system. 
“Medical pluralism is defined as the employment of more than one medical system or 
the use of both conventional and complementary and alternative medicine (CAM) for 
health and illness” (Wade, Chao, Kronenberg, Cushman, & Kalmuss, 2008, p. 829). 
As in other parts of the world, in Africa people have turned to nonconventional and 
complementary and alternative therapies while they are attending hospitals for their 
healthcare needs. Although this is the case, there is no published study to my 
knowledge that has characterised people with ID’s healthcare pluralism in the South 
African context. However, the systematic review of literature revealed that there is 
evidence from African countries supporting the use of alternative healthcare systems 
by the families of children with ID. Although this is the case, there is no prevalence 
data on the use of complementary and alternative therapies in the care of ID in Africa. 
One study conducted in South Africa in 2009 estimated about 65% of South Africans 
use both traditional healers and the hospitals (Peltzer, 2009a). The authors of this 
study suggested that service users see no conflict in consulting both traditional healers 
and Western trained doctors as both are perceived as understanding and treating 
illness differently. According to them the work of a traditional healer mostly involves 
the body and the mind as a whole, while Western trained practitioners diagnose and 
treat conditions more contextually.  
 
2-2.1.4 Access to care 
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Access to care for PWID has proven to be a point of contention all around the world 
over the past few decades. In the past, services available to PWID and their families 
centred on institutionalised care, where PWID were separated from their families and 
loved ones to live in government institutions. As a result of major difficulties that 
included, for some gross, violations of their human rights as well as lack of ethical 
care, institutional care was then terminated world-wide. This resulted in the 
deinstitutionalisation of everyone with ID from big governmental hospitals. Now 
most people with ID world-wide are living in communities with their families, in 
community-based settings, and others are living in group homes.  
 
The deinstitutionalisation process has been hailed as having more benefits than 
drawbacks and has led to the improved QoL of a person with ID. Some of the 
reported benefits resulting include improved quality of care, greater inclusivity, 
improved adaptive abilities, reduction in behavioral challenges and much improved 
family contact (Beadle-Brown, Mansell, & Kozma, 2007; Kim, Larson, & Charlie 
Lakin, 2001; Mansell, 2006; Mansell & Ericsson, 2013). However, PWID still 
struggle to access basic services for their basic needs, including educational, social 
services and health. Results from studies examining access to care of PWID post-
deinstitutionalisation reported inconsistent findings indicating greater access to 
scarcity of services, especially in low socio-income countries (Adnams, 2010). In 
South Africa, for example, under the past Apartheid policies, access to the 
institutional ID services and other state funded services such as education and social 





The review of the studies also showed the difficulties in accessing care for children 
with ID in most African countries. In these countries, parents of children with ID face 
the challenge of a relative lack of services, however, in few where services exist they 
are only situated in urban areas, with the rural communities often left stranded 
(Barron, Molosankwe, Romeo, & Hassiotis, 2013; Kromberg et al., 2008; Laura 
Nicholson & Cooper, 2011; L Nicholson & Cooper, 2013). While evidence suggests 
that ID is more common compared to other conditions in children in rural areas in 
South Africa, the majority of these children still live their lives without any form of 
services or education (Kromberg et al., 2008). This is different than in some high-
income country contexts where healthcare services are available in both urban and 
rural settings, but in rural areas these services might be located at a distance 
(Castleden et al., 2010; Fraser et al., 2005). On the contrary, in most African 
countries, service users from rural areas rely on healthcare services allocated in urban 
settings and have to travel long distances, and may even take days to access them. 
Studies from Africa have reported that, as a result of the total lack of formal 
healthcare services, PWID and their families have turned to the use of traditional 
healers (Kromberg et al., 2008) and spiritual support (Aldersey, 2012; Masulani‐
Mwale, Mathanga, Silungwe, Kauye, & Gladstone, 2016). 
 
2-2.1.5 Barriers to healthcare services 
Difficulties in accessing healthcare services for marginalised and vulnerable groups, 
including those with ID, have been widely reported in the literature world-wide 
(MacLachlan et al., 2011; Newacheck et al., 2000; Vergunst et al., 2017). Vulnerable 
groups from low- and middle-income countries experience more barriers across 
various healthcare services than do their counterparts from high-income countries. 
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Barriers to care were found in terms of healthcare in general (Vergunst et al., 2017), 
including primary, specialist as well as rehabilitative services (Scheer et al., 2003). In 
Scheer et al.’s (2003) study, the reported access barriers included environmental, 
structural and process barriers. The public transport system was found to be 
unsuitable for those with disabilities. This was due, among other things, to the 
distance to get to public transport, lack of equipment to support those with physical 
disabilities and, for others, limited social skills. Healthcare providers’ offices were 
also found to be inaccessible for the participants because of various physical barriers 
that made it almost impossible for them to access the service. Furthermore, there were 
other barriers related to finances and affording hospital fees, especially when they 
were not covered for a certain medical condition. In Malawi, service providers in 
overstretched facilities were concerned that providing services for people with 
disabilities took too much time, a precious resource when there is a large patient load 
(Munthali et al., 2019). 
 
Other studies that have looked at barriers to accessing services for specific comorbid 
conditions have looked at access to mental health services for people living with 
disabilities in low-income settings. Mental health conditions are reportedly more 
common in people with ID than the general population and this is because of their 
vulnerability. The estimated prevalence is higher in both children and adults with ID 
when compared to their counterparts with average intelligence (Whitaker & Read, 
2006). Although these findings suggest a strong need for accessible and equitable 
mental health services for individuals with ID, PWID are still faced with difficulties 
which are rooted in poverty and which act as barriers to accessing health services, 
even if they are available (Braathen, Vergunst, Mji, Mannan, & Swartz, 2013; Grut, 
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Mji, Braathen, & Ingstad, 2012; Mji et al., 2013). PWID are among the poorest in the 
world and yet their services are specialised and, in most countries, expensive due to 
their availability being restricted to private healthcare facilities. In South Africa, the 
majority of service users from low socio-economic backgrounds depend on a child 
support or care dependency grant with no additional source of income (Loeb, Eide, 
Jelsma, Toni, & Maart, 2008). These studies have demonstrated how PWID from low 
socio-economic environments have struggled to access services because they could 
not afford them or due to transport being too expensive to gain access to the nearest 
healthcare facility. Evidence suggests that most families with family members with 
ID from low-income environments live below the poverty line (Emerson, 
Shahtahmasebi, Lancaster, & Berridge, 2010; Trani & Loeb, 2012). In addition, 
stigma and discrimination towards PWID and their families across various levels of 
society are still a great concern in many communities. Both stigma and discrimination 
act as barriers in accessing both primary and mental health services by PWID because 
of, among other things, negative attitudes towards PWID of healthcare professionals 
at the healthcare facilities. Studies that have investigated this topic have reported that 
healthcare professionals, including health students in training, often hold negative 
stigmatising attitudes toward PWID (Kritsotakis et al., 2017; Pelleboer‐Gunnink, Van 
Oorsouw, Van Weeghel, & Embregts, 2017; Ryan & Scior, 2014). Some of the 
healthcare professionals’ attitudes included discomfort in working with PWID, 
negative attitudes, communication challenges, and misconceptions about ID (J. Cleary 
& Doody, 2017; Singer, 2012). It is evident that such negative attitudes held by 
healthcare professionals can affect the quality of the services they provide to their 
patients with ID, and whether PWID access healthcare when they need to. This has 
prompted a need for training health workers within primary care units on ID and the 
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healthcare needs of PWID (Hemm, Dagnan, & Meyer, 2015; McKenzie et al., 2019; 
Seewooruttun & Scior, 2014). While this may help to equip frontline workers with 
much needed skills to work with this population group, it remains unclear whether 
this will help with the negative attitudes held by healthcare professionals towards 
PWID and their families. In other countries, PWID reportedly stopped accessing 
healthcare facilities because they felt unwelcomed and unwanted by healthcare 
workers (Gibbs, Brown, & Muir, 2008; Lennox, Diggens, & Ugoni, 1997). In South 
Africa, although to my knowledge there are no studies investigating “non-users of 
healthcare services”, it is possible that the rates are very high because of the high 
levels of stigma and discrimination against PWID reported at various levels of the 
healthcare system.  
 
In South Africa the barriers that exist to healthcare services are more pronounced and 
felt by PWID and their families more than by other members of the society (Hashemi, 
Wickenden, Bright, & Kuper, 2020; Vergunst et al., 2017; Vergunst, Swartz, Mji, 
MacLachlan, & Mannan, 2015). This is because PWID are still excluded and treated 
differently in society. The Life Esidimeni tragedy revealed that there are many PWID 
in South Africa who are still institutionalised and were only “deinstitutionalised” to 
save costs, not with the goal of integration and improvement of their QoL. There is 
still very limited research conducted on stigma and ID in Africa. Fewer studies from 
various parts of the world have consistently found that PWID are the most socially 
excluded group compared to those with general disabilities (Baffoe, 2013; Ditchman, 




Advocacy efforts observed world-wide around using less offensive terms for ID have 
been conducted in order to lessen stigma and discrimination against this population 
group (Ditchman et al., 2013). Many changes concerning suitable terminology for this 
condition have been observed over the past few decades world-wide, with consensus 
having been reached on the term “intellectual disability” and “learning disorder” in 
the UK. In South Africa, “Intellectual Disability” is the preferred term used to refer to 
this condition. Despite this, it appears that in South Africa and other African cultural 
subgroups ID is known by different names which differ from the common biomedical 
terminology. Interestingly, during the recent Life Esidimeni enquiry in South Africa, 
the term “mentally ill” was often used when referring to PWID. During this enquiry 
process it became clear that there was confusion regarding which of the deceased 
were psychiatric patients and which were PWID, although almost half of those who 
passed away had severe to profound ID. 
 
2-2.1.6 Collaboration between traditional and Western trained healthcare 
practitioners 
There have been calls for collaboration between the alternative and the mainstream 
health system. The review has demonstrated the need for collaboration between the 
formal and informal sector in Africa. However, it is still not clear whether this is 
possible in the context of extensive inequalities between the two sectors. Although 
there is very limited literature, some studies have indicated that it is possible for 
traditional healers to work together with Western trained doctors (Mckenzie, 
McConkey, & Adnams, 2013). Some traditional healers have reported that they have 
started this process and do refer their patients to the hospitals when the need arises. 
However, there is still some reticence among Western trained healthcare practitioners 
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to refer back to the traditional healers in Africa. Traditional healers have been 
reported to feel that Western trained doctors undermine them and often instruct their 
patients not to go back to them after being discharged from the hospital. According to 
traditional healers, there is a need to correct the attitudes of the Western trained 
doctors regarding their practice. There is also a need for Government to facilitate 
relationships between the traditional healers and Western trained doctors (B. Green & 
Colucci, 2020; Guma & Mokgoatšana, 2020). 
 
2-2.2 Explanatory models (EMs) OF ID in Africa 
This doctoral project was informed in part by Kleinman’s (1978) EMs of illness. For 
Kleinman, EMs are “the notion about an episode of illness and its treatment that is 
employed by all those engaged in the clinical process”  (Helman, 2007b, p. 128). 
They are understood as the way of understanding and making sense of the illness in 
ways that are specific for, and speak to, various social environments. This means the 
way in which individuals identify, explain and manage the illness. Thus, EMs provide 
an understanding about the onset of the illness or condition, causes, severity and 
treatment of the illness. According to this theoretical framework, people’s EMs of 
illness are influenced and determined by their cultural beliefs and other factors that 
exist in their social environment. As such, from an EM perspective, there is no single 
universal way of understanding and treating illness, or any condition. This is contrary 
to the Western medical model which believes in the universality of illness. The 
universal way of understanding illness conceptualises the etiology of illness in the 
same way across different contexts, thus all biomedical models designed in the West 
are assumed to be applicable in every social context. However, Kleinman (1978) 
disagrees and argues differently, insisting that healthcare pluralism exists in most 
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societies all around the world and people seek care and support from numerous 
sectors for the same illness. Pluralistic models are socially constructed and 
conceptualise disability, including ID, from cultural perspectives applicable in 
different contexts and settings (S. J. Peters, 1993). Such models can be empowering to 
individuals and families by encouraging them to exercise greater control over their 
management of the condition (S. J. Peters, 1993). Thus, EMs offer a framework for 
understanding different ways in which people perceive and understand ID and how 
this in turn influences help-seeking and coping. 
   
Recent studies from Africa on beliefs about ID and mental health reveal that there is a 
wealth of beliefs, as well as a number of shared terminology, related to the causes and 
naming of ID within various cultural groups (Kpobi & Swartz, 2019; Kpobi, Swartz, 
& Ofori-Atta, 2018; Stone-MacDonald, 2012). The existing indigenous terminologies 
for various mental health disorders suggest that many cultural groups in Africa can 
distinguish the body from the mind. In a similar vein, many cultures are able to 
recognise and distinguish ID from other physical conditions, and they have described 
it as the slow development or slowness of the mind. In such cultures ID is viewed as 
distinct from a medical illness but not too disimiliar from a mental illness. Some 
studies from other African countries show that ID is differentiated from medical 
disorders in that ID, and disability in general, are viewed with a spiritual lens, 
whereas medical disorders are seen as illnesses that must be cured through medical 
intervention (A. Stone-MacDonald, 2012). 
 
As already stated, EMs of illness reveal, among other things, labelling, cultural beliefs 
and the ideas people have about treatment or management of an illness. As such, EMs 
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of illness can influence help-seeking behaviours of service users, as well as of their 
caregivers. In line with the above, the current dissertation focuses on the EMs of ID, 
specifically the concepts, naming, recognition, beliefs and ideas regarding 
management of ID in South Africa. Although there are very few studies that have 
investigated EMs and ID in Africa, the ones that exist have reported very similar 
findings regarding the names, concepts and beliefs of various cultural groups 
attributed to ID on the continent. In South Africa, and in other African countries, ID is 
the term that seems to be commonly used in the formal sectors and among healthcare 
professionals. However, this is different with traditional healers, spiritual healers and 
other folk helpers on the continent. Studies from Africa on ID-related terminology 
have reported that there are different names and labels used to recognise ID by 
different cultural groups in Africa. In Ghana, traditional healers recognise PWID as 
“nea wanyin agya n’adwene”, which means “the one who is retarded”, among the 
Akan tribe (Avoke, 2002), the Ewes and the Gas cultural groups, referring to them as 
“Asotowo” and “Buluus”, meaning “idiots” or “fools” (Agbenyega, 2003; Kpobi & 
Swartz, 2019). In Tanzania, a study on family perceptions of ID (Aldersey, 2012) 
reported that PWID were referred to as “talia”, a derogatory term to describe a 
person with ID. In Tanzania, PWID have also been referred to in terms that are used 
to describe objects, in the same linguistic category as bowls or chairs (Stone-
MacDonald, 2012). In South Africa, terms like “isidenge”, meaning “fool”, were 
reported among isiXhosa-speaking people (Mkabile & Swartz, 2020). However, in 
Tanzania shifts have also been seen in the language used to describe children with 
disability, with terminology changing to first-person language usage, for instance 
using the term “watoto wenye ulemavu” which means “children with disabilities” 




In addition, some studies have shown that various cultural groups in Africa hold 
different kinds of beliefs about ID and its causes. From these studies caregivers, 
parents, spiritual and traditional healers gave a combination of biomedical, 
sociocultural and spiritual explanations as the reasons for ID. In the Ghanaian study, 
Avoke (2002) reported that various cultural groups believed ID was caused by 
demons and evil spirits. There were also some who believed that a child developed ID 
because ancestors were unhappy. Some beliefs are further associated with certain 
foods that should not be eaten during pregnancy because these might lead to some 
form of disability. For example, in Ghana it is commonly believed that if a pregnant 
woman eats eggs or fish a child might develop certain physical disabilities and ID 
(Agbenyega, 2003). It is also a common belief in African cultures that disability, 
including ID, is a result of bewitchment. In Ghana they specifically identified 
witchcraft, sorcery, “juju” and magic as the causes of disability. While many of the 
beliefs described above associate ID with negative spirits, some in these cultures 
across Africa believe that ID is caused by God, that it is “God’s wish” (Aldersey, 
2012), and thus approach it with a more positive attitude, accepting it as a condition 
sent to make them better people, to teach them something, or to strengthen their faith 
(Aldersey, 2012). Indeed, the tension between negative and positive narratives and 
feelings about caring for a child with disability has been commonly expressed among 
ID communities. In Tanzania, along with reporting experiences of stress, exhaustion 
and guilt regarding the care of their children with ID, caregivers also reported 
perceiving their children with ID as blessings and having positive experiences of 




Even in contexts where ID is not viewed in a negative light, and where parents and 
caregivers report positive perceptions of having children with ID, literature on ID 
suggests universal consensus that there is a struggle to initially understand and make 
sense of the condition when a child initially presents with symptoms (Aldersey, 
2012). In Africa, in coming to terms with illness and in an attempt to understand it, 
many parents and caregivers seek traditional healers and faith healers (Aldersey, 
2012; Truter, 2007). However, it is unclear the extent to which turning to traditional 
healers stems from parents and caregivers’ own belief systems or if it is due to lack of 
biomedical services. Scarcity of services in Africa for PWID has been widely reported 
in literature (Adeniyi & Adeniyi, 2020; Adnams, 2010; Capri, Watermeyer, 
Mckenzie, & Coetzee, 2018; Coetzee, Swartz, Capri, & Adnams, 2019; Kleintjesi, 
McKenzieii, Abrahamsi, & Adnamsi, 2020). In Tanzania, some parents and 
caregivers reported seeking help from both the formal Western health system and 
from traditional healers. One participant stated that this is because “I am African! 
Everything, you try! You try everything!” (Aldersey, 2012, p. 5).  
 
The EM is a helpful framework for investigating the phenomenon of caring for a child 
with ID in the context of poverty, scarcity of services and multi-culturalism. For this 
doctoral project, it was important to investigate the EMs of illness held by caregivers 
of children with ID in a low-income setting in the Western Cape, South Africa. For 
this dissertation I explored how caregivers and parents experienced caring for a child 
with ID and whether, and how, their cultural beliefs, material conditions, and 





CAREGIVERS’ UNDERSTANDINGS OF ID AND THEIR EXPERIENCE OF 
THEIR CONTEXT 
In Section One, I presented the background, rationale and existing literature for the 
current study. Sections Two and Three contain the full results of this PhD project. In 
Section One, I discuss how the caregivers and parents understand ID and how they 
experience their social context. The analysis of the caregivers’ and parents’ 
understandings and explanations of ID will then be discussed. 
Section Two consists of Three chapters, each with an article, so there are three articles 
which are already published to various peer-reviewed journals. Below are the three 
chapters that will be discussed under Section Two: 
i. Chapter Three (Article Two): Caregivers’ and parents’ explanatory 
models of intellectual disability in Khayelitsha, Cape Town, South 
Africa. 
ii. Chapter Four (Article Three): Putting cultural difference in its place: 
Barriers to access to health services for parents of children with 
intellectual disability in an urban African setting. 
iii. Chapter Five (Article Four): ‘I waited for it until forever’: Community 
barriers to accessing intellectual disability services for children and 




CHAPTER THREE  
ARTICLE TWO 
Caregivers’ and parents’ explanatory models of intellectual disability in 
Khayelitsha, Cape Town, South Africa 
3.1 Introduction to Article Two 
In this Chapter, I introduce the first article of the two already published peer-reviewed 
journal articles which are the products of this PhD project. In Chapter Two, Part 1, I 
presented a narrative review of studies published in Africa. In a broader literature 
review section, Chapter Two, Part 2, I presented contextual and healthcare factors 
affecting the management of ID globally that were reported in various studies in a 
popular, folk and professional sector. In the current chapter I will present the views, 
lived experiences, and EMs the caregivers and parents who are using the professional 
sector have about ID. The article reconciles different kinds of issues that affect 
identification, understanding and management of ID at different levels of the system 
as demonstrated by caregivers. The article further reports on cultural and religious 
beliefs and biomedical explanations which are understood to be the causes of ID. 
Kleinman’s (1978) explanatory model has been employed to understand their help-
seeking behaviours. Abstract of this paper was submitted and accepted for oral 
presentation at the World Congress of the International Association for the Scientific 
Study of Intellectual and Developmental Disabilities, which was held at SEC 
Glasgow, from the 6th to the 9th August 2019 (Appendix E1). 
 
This article has been published, with the following access details: 
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Mkabile, S., & Swartz, L. (2020). Caregivers’ and parents’ explanatory 
models of intellectual disability in Khayelitsha, Cape Town, South Africa. 
Journal of Applied Research in Intellectual Disabilities, 33(5), 1026–1037. 
https://doi.org/10.1111/jar.12725 
 
Furthermore, preliminary findings of this manuscript have been presented on various 
platforms around Cape Town. Findings were also presented at the International 
Association for the Scientific Study of Intellectual and Developmental Disabilities 































Putting cultural difference in its place: Barriers to access to health services for 
parents of children with intellectual disability in an urban African setting 
4.1 Introduction to Article Three 
In Chapter Three, I presented various contextual factors that Black caregivers and 
parents reported which affected their ways of seeking help for their children with ID 
from a low-income setting in Cape Town. However, in order to understand detailed 
and specific factors affecting the help-seeking practices of caregivers and parents, the 
next phase involved investigating barriers to access to health services for children 
with ID. The manuscript examines transportation factors that affect access to 
healthcare services for children with ID in Cape Town.     
 
This article has been published, with the following access details: 
Mkabile, S., & Swartz, L. Putting cultural difference in its place: Barriers to access to 
health services for parents of children with intellectual disability in an urban African 
setting. International Journal of Social Psychiatry, 0(0), 1-9. 
https://doi.org/10.1177/00207640211043150 
The current article is the third of the total of six submitted to peer-reviewed journals 
and is the product of this PhD project. This article broadens the understanding of both 
environmental and contextual factors discussed in Chapter Four as it provides a 
detailed description of the geographic area, allocation of services, hardships and stress 
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caregivers and parents experience while trying to access critically needed intervention 
and support.    
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‘I waited for it until forever’: Community barriers to accessing intellectual 
disability services for children and their families in Cape Town, South Africa 
5.1 Introduction to Article Four 
In Chapters Three and Four, I presented understanding, explanations on causes, lived 
experiences and various contextual factors that Black caregivers and parents reported 
which affected their ways of seeking help for their children with ID from a low-
income setting in Cape Town. In Chapter Four, I demonstrated that cultural beliefs are 
not the barrier to access biomedical healthcare services for these caregivers, but the 
combination of multiple difficulties are the barriers to healthcare access. These 
include but not limited to geographical allocation of healthcare facilities, severe 
transport difficulties, poverty, stigma and finances. In Chapter Five, a subset of 
caregivers have either not used services or have given up using them – partly for 
reasons we saw and reported in both Chapters Three and Four. In this chapter I shall 
now show some more info about them, discuss and demonstrate why some caregivers 
and parents decide to not use the biomedical services at all although the services are 
available, and they qualify. 
  
The current chapter also uses a qualitative study design to explore the experiences of 
parents and caregivers of children with intellectual disabilities who are not using the 
ID services although they may qualify from a low socio-economic area in Cape 
Town, South Africa. The chapter explores their understanding of ID, the causes, 
support system and the reasons for not using ID specialised services. Their lived 
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experiences of carrying for a child with ID and the burden of care they experience 
without any form of professional support are explored. It demonstrates the reasons for 
these caregivers and parents to not use the much-needed services although they are 
eligible. 
 
This article has been published, with the following access details: 
Mkabile, S., & Swartz, L. (2020). ‘I waited for it until forever’: Community 
barriers to accessing intellectual disability services for children and their 
families in Cape Town, South Africa. International Journal of Environmental 






























EXPLANATORY MODELS OF INDIGENOUS/FAITH HEALERS 
In Sections One and Two, I presented the introduction and background, and the 
understandings of caregivers of ID. As in Section Two, Section Three of this 
dissertation expands on the importance of identification, recognising beliefs (cultural 
and spiritual) and EMs the folk sector has about ID. The analysis of the healers’ 
beliefs included their notions of the nature, course, and perceived impact of ID. 
Section Three, therefore, comprises two articles submitted and one already accepted 
for publication in the following chapters: 
i. Chapter Six (Article Five): The traditional healers’ explanatory models 
for intellectual disability. 
ii. Chapter Seven (Article Six): The spiritual healers’ explanatory models 






The traditional healers’ explanatory models for intellectual disability 
6.1 Introduction to Article Five 
As stated above this chapter introduces another set of carers, described by Kleinman 
(1978) as folk sector healers. The chapter presents the fifth manuscript of the total of 
six manuscripts submitted for publication in various peer-reviewed journals. The 
manuscript is accepted for publication and it presents the views and EMs of 15 
isiXhosa-speaking traditional healers. In isiXhosa they are referred to as 
“amagqirha”, “izangoma” or “amaxhwele” (Mzimkulu & Simbayi, 2006). The 
current chapter also pays attention to cultural beliefs of traditional healers.  
 
In Chapter Three, caregivers and parents reported on cultural and spiritual beliefs, and 
on terminology they use to identify and recognise, and understand the causes of, ID in 
their children. In addition, they also acknowledged their consultations with traditional 
healers. Following this, I then conducted more in-depth face-to-face interviews and a 
focus group discussion with the traditional healers in order to get different 
perspectives on ID. I explored their understanding of ID, recognition or naming, 
explanation of the causes and management of ID, and their views on collaboration 
with the Western trained healthcare professionals. The highlights on this chapter 
included language difficulties in relation to the terms used for ID, negative cultural 




As in Chapter Three, traditional and spiritual healers believed ID was caused by 
supernatural and biomedical reasons. For the traditional healers, supernatural causes 
were identified as “ukuthakathwa” (bewitchment), “ubugqwirha” (witchcraft) and 
lack of protection from the ancestors. They explained that when a child presents with 
an extraordinary condition such as ID, any one of the above might have happened and 
treatment involves investigating the cause through consultation with ancestors and 
administering ceremonies. For traditional healers, these cannot be understood or 
treated by a Western trained healthcare professional and only a healer with a calling, 
who understands the spirit and the mind, can investigate and give guidance. 
Sometimes ceremonies and rituals may need to be performed to reconcile with the 
ancestors. Another highlight was that sets of healers also gave biomedical reasons as 
the causes of ID and for these reasons they can also refer a child to a Western trained 
healthcare practitioner. Highlights from these chapters paint a very clear picture of 
difficulties in the management of ID among the Black isiXhosa-speaking people from 
a very low socio-economic background in South Africa. 
 
Preliminary findings for Chapter Four were presented at the 41st Annual Meeting of 
the Society for the Study of Psychiatry and Culture (SSPC) (Appendix E2). In this 
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Background: While intellectual disability is experienced world-wide, with 
significantly higher rates in contexts of poverty, relatively few studies on intellectual 
disability have been conducted in low- and middle-income countries. High levels of 
intellectual disability in South Africa exist alongside high levels of poverty, 
malnutrition and poor or inaccessible healthcare services. The lack of access to 
services partly explains why many turn to traditional healers. Within this context there 
is very limited research on the role that traditional healers play in relation to 
intellectual disability in South Africa. The current study investigated traditional 
healers’ understanding and beliefs about intellectual disabilities and the treatment 
modalities that they use.  
Methods: An exploratory qualitative research design was used to examine the views 
and perspectives of traditional healers on intellectual disability. Fifteen traditional 
healers participated in the study.  
Results: Key findings show that the naming of and the terminology used to describe 
and identify intellectual disability are similar to what has been observed in African 
cultures in general, where intellectual disability is identified as an abnormality. Some 
traditional healers located the presentation of intellectual disability within the 
biomedical sphere, while others gave supernatural explanations for how intellectual 
disability presents in children and for its causes. All traditional healers expressed a 
willingness to work with the Western formal healthcare system.  
Conclusion: Findings on traditional healers’ views on future collaborations with the 
formal health system provide opportunities for these two forms of healthcare services 
to be synergised for the strengthening and improvement of services provided to 




Keywords: Intellectual disability, traditional healers, healthcare services, children, 






Intellectual disability (ID) is experienced world-wide, with significantly 
higher rates in contexts of poverty (Maulik et al., 2011). However, there have been 
relatively few studies on ID conducted in low- and middle-income countries, and in 
South Africa specifically, which is the focus of the current study (Adnams, 2010). 
According to Adnams (2010), the limited data available on Africa concur that there is 
a higher prevalence of ID than in high-income countries. High levels of ID in South 
Africa are associated with high levels of poverty, malnutrition and poor or 
inaccessible healthcare services among Black South Africans who are caring for 
children with ID (Kromberg et al., 2008). Although the state of healthcare services 
has improved in post-apartheid South Africa, access to biomedical healthcare services 
for Black South Africans living in low socio-economic settings and caring for a child 
with ID is still limited and poor. On the other hand, the use of traditional and 
alternative healers remains common in South Africa (Peltzer, 2009a). According to 
the World Health World Health Organization (2013), traditional healers are usually 
the first to be contacted by many people in low- and middle-income countries for a 
range of illnesses and for more general concerns with their lives.  
According to the World Health WHO (2000, p. 1), traditional medicine is the 
“sum total of the knowledge, skills and practices based on the theories, beliefs and 
views indigenous to different cultures, whether explicable or not, used in the 
maintenance of health, as well as in the prevention, diagnosis, improvement or 
treatment of physical and mental illnesses”. In South Africa, traditional healers are 
regulated by the South African Traditional Health Practitioners Act of 2007. Under 
this Act, traditional health practice is defined as “performance of a function, activity, 
process, or service based on traditional philosophy that uses indigenous African 
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techniques and principles that include traditional medicine or practice, including the 
physical or mental preparation of an individual for puberty, adulthood, pregnancy, 
childbirth, and death” (Peltzer, 2009a, p. 956). Traditional healers vary according to 
their training as well as the treatments they provide to their patients. Within the South 
African context they include, but are not limited to, amagqirha or izangoma 
(diviners), amaxhwele (herbalists), iingcibi (traditional surgeons), and abaletshezi 
(traditional birth attendants). Although there is very limited research on traditional 
healers in South Africa, studies indicate that traditional healers, similar to Western 
trained doctors, are also trained to treat physical and mental health conditions. Some 
of the conditions treated by traditional healers include chronic diseases like 
hypertension, childhood health difficulties, sexually transmitted infections, etc, and 
mental disorders, including ID (Mzimkulu & Simbayi, 2006; Peltzer, 2009a). They 
also assess, diagnose, and provide explanation for the causes and treatment options 
for the illness. In addition, they are also believed to be gifted in locating lost objects. 
Depending on the type of traditional healer the individual is, treatment options include 
herbs, performance of rituals, exorcism of evil spirits and evocation of ancestral 
spirits. Rituals are often accompanied with the slaughtering of an animal as a sacrifice 
and the drinking of traditional beer. Training of traditional healers differs depending 
on the kind and the type of traditional healer. For instance, amagqirha and izangoma 
(diviners) are selected through the “calling” by the ancestors via dreams and trained 
through the process of ukuthwasa (state of apprehension). In the dream the ancestor 
appears and informs the individual about their wish to use the person to heal others 
(Mzimkulu & Simbayi, 2006).  
There are a number of studies that have investigated the use of traditional 
healers for various conditions and have reported that a significant number of the 
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South African population do consult traditional healers, either alone or alongside 
accessing biomedical services (Christianson et al., 2000; Kromberg et al., 2008; 
Peltzer, 2009a). Some of these studies have investigated traditional healers’ 
perspectives, beliefs on various mental health conditions like psychosis (Mzimkulu & 
Simbayi, 2006) and various physical chronic and acute health illnesses (Keikelame & 
Swartz, 2015; Swartz, 2015), but there are very few studies conducted that focus on 
the link between traditional healers and ID. The few studies that exist have reported 
on myths and misconceptions that people hold about the terminology surrounding ID, 
its causes and how, according to them, it can be cured. In South Africa, as in most 
countries in Africa, it is suggested that Black ethnic cultures mostly perceive IDs and 
congenital disorders as a curse or punishment (Mbazima, 2016; Wogqoyi, 2012) and 
as caused by divine retribution or witchcraft (Mckenzie et al., 2013). In addition, a 
number of terms have been associated with and used when talking about ID and 
disability in general by various cultural groups all around the world. On its own, 
terminology used to describe and talk about ID has evolved over the years from one 
associated with something that is deemed unacceptable or insulting to people with this 
condition, to “intellectual disability” now currently being the officially recognised 
term to identify this condition world-wide. In Africa, various terms specific to various 
cultural groups have been used to identify or describe IDs or disabilities in general. 
Such terms, for example, include but are not limited to terms like isidenge, isidalwa 
(which means “fool” and “abnormal”) in South Africa (Wogqoyi, 2012), ibiradi 
(foolishness) in Rwanda (A. Stone-MacDonald, 2012), kasiru (stupidity) in Uganda, 
nyakoboko (impaired hand) in Kenya (Ogechi & Jerop, 2002), ulemavu (disability) in 
Tanzania (A. K. Stone-MacDonald, 2010), gyimi-gyimi or buulu-buulu (stupid, 
stupid) in Ghana and mzungu (white man) and napwere (pea-brownish colour) for 
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albinism in Malawi (Brocco, 2015). In the body of work that exists on ID, very few 
studies have explored traditional beliefs about ID.   
In Africa, there is extensive evidence that many, if not most, Africans use 
indigenous healing systems (Peltzer, 2009c; Waldron, 2010). While for some this is 
by choice, for most Africans this is partly due to a lack of accessible biomedical 
services in their countries. Studies from South Africa report that about 3.6 to 12.7 per 
cent of South Africans used traditional healers between 1995 and 1998 (Peltzer, 
2009a). In Ghana (Kpobi & Swartz, 2019), it is reported that traditional healers are 
the first port of call when help and healthcare are needed, since biomedical care 
services are far away or not available at all. In a similar vein it is reported that in 
places like Nigeria, Tanzania and Malawi both primary and mental healthcare 
services for both people with IDs and their carers are still sparse (Ajuwon & Brown, 
2012; Aldersey, 2012; Masulani‐Mwale et al., 2016). 
Services for children with IDs and their families are not readily available in 
South Africa, and this is especially so for the majority of the population who cannot 
afford to pay for private healthcare (Adnams, 2010). As a result, many turn to 
traditional healers not only because of belief systems but also because of scarcity of 
other services (Kromberg et al., 2008). While we have all this information on use of 
traditional healers within the context of healthcare-seeking in South Africa, there is 
however very limited research on the role that traditional healers are playing in 
relation to ID in South Africa (Kromberg et al., 2008). The question arises as to 
whether a collaboration between traditional healers and state ID services may increase 
access. In order to begin to address this question, the current study seeks to 
investigate traditional healers’ understanding and beliefs about IDs and the treatment 
modalities that they use. This information will be important to the longer-term project 
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We employed an exploratory qualitative research design using individual 
interviews to examine the views and perspectives of traditional and spiritual healers 
on ID. This is a well-established method for the exploration of traditional healers’ 
views and accounts of attending to a child with ID (Babbie & Mouton, 2001).  
 Kleinman’s (Kleinman, 1978) Explanatory Model of Illness framework 
informed the semi-structured individual interviews. Kleinman’s explanatory model 
approach employs a particular interview technique to reconstruct, in a rigorous 
fashion, clients’ conceptions of the cause and development of specific diseases. Good 
and Good (1981) describe the explanatory model interview as one that elicits the 
patient’s (or practitioner’s) perceptions of the onset of the disorder; its cause, 
symptoms, manifestation over time, and appropriate treatment; and the values and 
emotions that are related to the disorder.  
Study Setting and Participants 
The setting of this study is a predominantly isiXhosa speaking Black African 
township. Situated on the Cape Flats about 30 kilometres from Cape Town CBD, 
Khayelitsha still struggles with basic needs like formal housing, sanitation and 
unemployment. The participants were all from Khayelitsha and the nearby 
predominantly isiXhosa speaking communities. The nearest and only state biomedical 
service available to Black African isiXhosa speaking patients with psychiatric 
illnesses, including those with IDs, are situated at Lentegeur Psychiatric Hospital, 
Mitchell’s Plain, and not in Khayelitsha itself. This is 10 to 20 kilometres from 
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Khayelitsha, and most people in Khayelitsha make use of minibus taxis for transport, 
but there is no direct taxi route to Lentegeur Psychiatric Hospital. To get to the 
hospital takes between two or three taxi rides, and this is expensive in terms of time 
and money. By contrast, there are many traditional healers living in Khayelitsha and 
they are often consulted first by the community. 
Potential participants were identified through the help of the Traditional 
Healers’ Organisation (THO) which is the largest body, with about 69 000 traditional 
healers registered in Southern Africa (Richter, 2003). The THO is the organisation 
that oversees the practice of traditional healers in South Africa. Additional 
participants were the spiritual healers who operate charismatic churches. The 
selection criteria for participation included the criteria that both traditional and 
spiritual healers were required to stay or work in Khayelitsha or close to Khayelitsha, 
they must have practised for at least five years and be able to speak isiXhosa, which is 
the dominant language spoken in Khayelitsha.  
Procedure 
Ethical approval for the current study was obtained from the Stellenbosch 
University Humanities Research Ethics Committee and from the Western Cape 
Department of Health. After approval was obtained, a meeting with the potential 
participants was arranged through the THO in Khayelitsha and the aims and the 
objectives of the study were explained, as well as their rights to participate or not to 
participate. After individual informed consent was obtained from all participants, the 
data collection process was initiated. We then conducted individual semi-structured 
interviews with 15 isiXhosa speaking participants. All individual interviews were 
conducted by the first author (SM) who is also a native speaker of isiXhosa and a 
clinical psychologist working in ID services.  
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Following individual interviews with traditional healers, a Focus Group 
Discussion (FGD) was conducted with seven participants, all of whom were 
traditional healers. At the start of the FGD the purpose of the discussion was 
explained, and it was made explicit that participation was voluntary and that all 
information shared within the group would be anonymised and confidentiality 
maintained. Informed consent was then obtained from all the participants who agreed 
to be part of the FGD.  
A topic guide was designed for the FGD with traditional healers, and it was 
this semi-structured instrument that was used in the discussion to elicit the views, 
understandings, and experiences of traditional healers in providing services to 
children with ID and their parents and caregivers.  
Details of the participants are provided in Table 1. 
Table 1  
Demographic Characteristics of the Participants 






TRH001 Female 30 years Herbalist 4 years Grade 9 
TRH002 Female 34 years Herbalist 22 years University 
degree 
TRH003 Female 36 years Trainee  2 years Grade 11 
TRH004 Female  Herbalist, 
birth 
attendant 
9 years Grade 12 
TRH005 Female 65 years Herbalist 16 years Nil 
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TRH006 Male 38 years Herbalist 6 years Grade 11 
TRH007 Female 49 years Devine birth 
Herbalist 
7 years Grade 7 
TRH008 Female 39 years Herbalist 3 years Grade 12 
TRH009 Male 38 years Herbalist 8 years Grade 11 
TRH010 Female 42 years Herbalist 6 years Grade 12 
TRH011 Female 42 years Herbalist 4 years Grade 11 
      
Data Analysis 
Following data collection, all the interviews were transcribed verbatim and 
then translated from isiXhosa into English, and the translation was checked against 
the original recording to ensure accuracy by SM who speaks isiXhosa as his first 
language. Analysis was done through thematic analysis. After the initial analysis by 
SM, data were then subsequently checked by the second author (LS). All areas of 
disagreement were vigorously discussed until agreement was reached by both authors. 
The six-step thematic analysis process was followed to analyse the data (Braun & 
Clarke, 2006). Each transcript was first read through, then coded and repeated codes 
were categorised into themes. 
Results 
Characteristics of the Participants 
Fifteen traditional healers participated in the individual interviews. Ten of 
them were females and five were males. Two participants were still under training, 
officially known as abakhwetha (trainee traditional healers) and others have been 
practising independently for more than three years. Two had the most experience and 
have been practising as independent traditional healers for more than twenty-five 
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years. Some identified themselves as witch doctors (as they put it) or amagqirha 
(diviners), or amanyange, while others identified themselves as izangoma (herbalists). 
All the participants were registered members of the THO. All the participants stayed 
and practised in Khayelitsha and surrounding areas and all spoke and understood 
isiXhosa. Five traditional healers had seen and attended to a person with ID while the 
rest of the participants had never dealt with a person with this condition but knew 
about it. Three participants reported to have a family member who has ID and about 
four of them were personally diagnosed with a mental condition and had previously 
been admitted to a psychiatric institution, but none of the participants had ID 
themselves. Only three healers had never attended school, two had diplomas and 
others did not disclose their level of education. Two were self-employed, two had 
professional jobs, five were domestic workers, one a carer, three were pensioners and 
others did not disclose their source of income.  
 The Work of a Traditional Healer 
Participants in both individual and focus group interviews were asked; “How 
would you describe your work as a traditional healer in this community?” Their 
responses differed according to the type of healer the person is and the kind of calling 
each individual had before becoming a traditional healer. It was common across all 
participants that they worked with both children and adults regardless of the gender 
and they attended to various illnesses and conditions, including physical and mental 
illnesses. They used herbs and traditional ceremonies as their healing methods.  
Participants described their work in three categories:  
1) Prevention/protection of the ancestors 
Most of the participants believe that their primary work is reconnecting individuals 
with their ancestors for guidance and protection from diseases, illnesses and bad 
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spirits. For these participants, protection involves conducting certain rituals and 
ceremonies and wearing special clothing items:  
My work as a traditional healer firstly is to make contact between a living 
person with his ancestors…a person comes to you to consult because she 
needs to get some answers, she does not know where to start. (TRH001) 
 
2) Identification of the illness 
These healers also reported that it is very important for them to first identify the 
illness before they can cure or manage it: 
In my work of traditional medicine I only do traditional healing, I am not a 
witch doctor. When a person comes to consult he would say, Mr X I have this 
and that problem, I feel pain here, you see. Ok you feel pain here? Yes. Eh 
how long did you feel the pain? And he will say how long he’s been feeling the 
pain. Ok as a traditional healer I must thoroughly ask my patient questions… I 
will then ask about the signs of this problem so that I can go straight to the 
root of the problem. (TRH006)  
 
3) Determining the causes 
For these participants determining the cause of any kind of illness was equally as 
important as healing the illness. To determine the causes, healers indicated consulting 
amadlozi (ancestors) through various methods like burning of impepho (incense), etc.:   
If what he tells me is what I asked, I will know that okay this is caused by 1 
and 2 that is why it is like this, yes. After that I will be able to understand what 




4) Treatment of various kinds of illnesses.  
Participants in this study reported the ability to treat various kinds of illnesses using 
various kinds of techniques. All healers, experienced, less experienced and trainees 
reported using herbs, animal products and counselling for various kinds of problems. 
They also reported referring their patients to the public hospitals when they cannot 
successfully work with the condition: 
Because if you are a traditional healer you can be recognised, children can 
come to you to talk about problems they have at home. Even adults do come 
and discuss about their problems and be able to advise them. That is why I put 
it as being a recognised parent, I can describe it that way. They do that 
because they know that, as a traditional healer you will not go around talking 
about their problems with other people. They trust you in that sense. 
(TRH002) 
 
Although referrals are made to the Western trained doctors, traditional healers 
believe their work is to help people with illnesses that cannot be cured by medical 
doctors:  
If the person is sick and in pain and need a certain medication for that…did 
not go to the doctor because you want to get help from someone who has 
traditional medicine, then you come and get that medicine and you get 
well…or someone has a headache and has been troubling her for a very long 




In the FGD, similar views to those expressed in the individual interview were 
reported. There was a consensus agreement on the view that the role of a traditional 
healer is to help where medicine cannot help.  
IsiXhosa Terms Used for Intellectual Disability 
Participants were also asked during the individual interviews, “What do you 
call this condition (ID)?” In their responses, most participants gave very similar 
names and words, mostly used by the isiXhosa speaking people when referring to 
individuals with the ID or the ID itself. Most of the names were in isiXhosa, few in 
Zulu and one was in English. In individual interviews some participants made a 
distinction between terms used for mental illness and others used for the ID. On the 
other hand, the same terms were used to refer to both mental illness and to the ID 
without making any distinction. Some of these words reported also refer to mental 
illness and not only to ID. On the other hand, some terms were terms also used for 
other forms of disability or disability in general. They reported terms like, “isidalwa” 
(crippled), “isidenge” (a fool), “ugula ngengqondo” (mentally ill), “ukuphazamiseka 
engqondweni” (mentally disturbed) “ukuphazamiseka” (disturbed) and “uphambene” 
(crazy). Some participants in the individual interviews referred to people with ID as 
slow learners:  
I don’t know how to put it in isiXhosa, because when she grasps something she 
does it, yes. I don’t want to say they are “crazy”, because most of us say those 
children are crazy, they don’t have a brain, they are stupid, you see. I don’t 
want to put it that way because I never saw it that way. (TRH003)  
 
Well we say “uphazamisekile” (he is disturbed) because of the reasons that 
caused the child to be disturbed. Like I said you will give birth to a healthy 
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child but around the age of two to three years you will see signs of this 
condition that you never noticed from birth. Normally the child will get 
examined before he is discharged from the hospital to see if everything is 
normal. So this disturbance is in that process. Some that are disturbed from 
birth the moment you are discharged from the hospital you will know he has 
this problem. (TRH001) 
 
Participants in the FGD interviews used isiXhosa names similar to the ones 
used in the individual interviews. New names, “uyahlanya” (an isiZulu word for 
madness), “uyaphambana” (crazy) and “igeza” (another isiZulu word for madness) 
were reported during the focus group interview:  
…they are born that way or were disabled after birth and grow up like that. 
They cannot speak but can see you and they are mentally stable, their brain 
works like everyone else. What those children need is love, they only need 
love. What I’m saying is those are the ones I understand. Just to have a chat 
with them because although he cannot speak he can still see and hear you and 
will feel good inside when you talk to him. When you show him love he feels 
good. (TRH004) 
 
They like sitting alone, like they like their own space. …when they play with 
other children, they will say you are a fool you don’t do this that way. 
(TRH004) 
 
These terms were similarly used to describe ID as a mental health disorder by 
some healers. These participants also remembered similar terms used with regard to 
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them when they started with their calling, but they were cured when they accepted 
and trained to become healers: 
Sometimes people would call that person crazy, sometimes it depends on what 
kind of a person he was before he had that mental problem. (TRH002) 
 
I don’t know the exact name we call it in isiXhosa, because there is also an 
insult to it, because you will hear people saying that one is stupid he has no 
brain, so that’s an insult. Especially because we never wonder or asked 
ourselves what is it called in isiXhosa, we just used those kind of names, like 
that one has a short brain. It’s an insult because that child was not born like 
that, even if she was born like that they say she has a small brain. (TRH005) 
 
Presentation of Intellectual Disability 
In addition to the above questions participants were also asked the question, 
“How does this condition work in the body and mind?” During individual interviews 
participants admitted that it is difficult to assess and diagnose ID. This is due to the 
complex presentation of ID. According to them signs and symptoms are similar to 
those of mental disorders, are often stigmatised and words used for ID are often 
insulting. In diagnosing this condition most participants reported, among other things, 
taking history, observations, consulting ancestors and throwing bones. This process is 
usually very strict and lengthy. Listening and hearing from “amadlozi” (ancestors) 
for guidance and direction is crucial for the diagnosis process: 
So since I am traditional healer I burnt an incense and talked to the ancestors 
and said I’m mamBhele here in the maKwayini house, I came here by 
marriage. I know I should not be talking but I’m talking on behalf of your 
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people, bones because they are not talking, I am sorry maKwayi. I have this 
child who is becoming a slow learner, please help I will do all the things you 
want me to do and take her to talk to the maKwayi ancestors. The child was 
like she was listening to me and little by little she returned to her normal self, 
on the other hand I was saving some money to perform her ritual. (TRH007)  
 
On the other hand, participants highlighted various behaviours and features 
they believed to be present in those individuals with ID. These included, but were not 
limited to, wondering on the streets, always hyperactive, running away, always angry, 
forceful, cannot distinguish between right and wrong and always feeling down: 
Mh thokoza! I think a child with this condition mentally she is not okay…and 
you know when a child is functioning well mentally. For example if you put 
something there he will grab it because he does not realise what he is doing is 
wrong. He does not know what things he can do or cannot do around the 
house. Physically he is always feeling down than other children. Some 
children will be hyper, you see. Some will be down or will always want to 
sleep, most of the time they will be sleeping. The ones that are hyper would 
play a lot jumping up and down outside and you always have to make sure he 
does not go near the road and bumped by cars. (TRH007) 
 
Participants agreed that it was difficult to assess and diagnose ID. Participants’ 
responses varied regarding this. Some acknowledged that it is difficult to describe 
what ID involves, others gave biomedical responses while others gave supernatural 
answers. For example: 
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It affects the person very much in the brain but will be growing well physically 
like a normal child. But in his mind he will always have that thing that he is 
stupid because he cannot grasp what is taught by the teacher in class, or 
always get zero marks on his homework. (TRH001) 
 
Firstly it is hard for the child to cope. …when he sees that other children are 
able to do 1, 2, 3, 4, while he is unable. He is not able to cope but he just 
forces himself because he can think up to a certain point. …he does not reach 
because when he thinks there’s something that stands in his way because his 
mind is not complete. (TRH002) 
 
When she is sitting, chatting or playing with other children she will always get 
upset or angry most of the time. (TRH005) 
 
Participants’ Explanations about the Causes of ID 
Regarding the beliefs about causes of ID, participants gave varied responses 
regarding what they believe are the causes of ID. Some participants gave mostly 
cultural belief explanations while others gave biomedical reasons as the causes of ID. 
Some of the cultural reasons they gave were mostly regarding customs, evil spirits, 
unhappy ancestors, curses and witchcraft.  
In both individual and focus group interviews participants suggested that ID 
could result when one ignores or abandons traditional practices and customs. They 
reported that if one ignores customs, does not perform rituals and sacrifices then one 
loses the protection of the ancestors from evil spirits and without their protection, evil 
spirits may cause ID. For these participants customs and traditional ceremonies 
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introduce, keep one connected and rooted to one’s ancestors. When one is known by 
his ancestors then he gets protection from the evil spirits and misfortunes. For others, 
ID might result from a curse that has been running in the family for many years and 
passed from generation to generation, where some past family members or elders had 
the same or similar condition. Therefore, having a child with ID is viewed as a 
misfortune or caused by evil spirits by these participants:  
In the Xhosa community I used to stay they would say it is caused by some 
things that people are no longer doing, so they need a second opinion or third 
opinion. …they lack doing cultural practices or customs because most of the 
time Black people nowadays have neglected their cultural practices because 
they say they have no benefits to them. They go to those anti-cultural 
churches. (TRH002) 
 
Maybe one of the parents, the father or the mother had abandoned their 
traditional customs. Since they have not been performing any rituals, maybe 
the ancestors are punishing them directly by their offspring because of that. 
Or you never went back home to thank the ancestors, all this you’ve been 
working here in Cape Town. For years you never went back home and then 
now you will be punished for that in your offspring. (TRH007)   
 
In addition to culturally related explanations, some participants suggested that 
other causes of ID could be biological, psychosocial and pregnancy related problems. 
Their views were mostly regarding life events, heredity and mental health difficulties 
that could have occurred during pregnancy or after delivery. For some of these 
participants ID could be genetically inherited from family members who had the same 
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condition in the past. Others believed that the mother could have been abused by her 
husband during pregnancy, resulting in the mother developing blood clots in her 
heart, and when the egg/foetus is nested in a sore heart then the child’s brain will not 
be right:  
…sometimes it is associated with the genes. Yes they will even say so and so 
was like this, he was acting slow like this child. They will mention someone we 
don’t even know, this child has that person’s genes who was like this you see. 
(TRH006) 
  
In children I think it happens this way, it depends on the condition of the 
mother when she is pregnant. If she was stressed or abused while pregnant 
that can affect the child’s brain. But that is what I think, I am not sure. 
According to me I think it affects him because I remember even at the clinic 
when you are pregnant they will tell you not to worry yourself too much about 
things that will affect you mentally, just focus on your pregnancy only. So I 
think it has to do with someone’s actions…the other one is bad luck or luck 
that he has small brain, I can say that because I don’t know what makes him 
grow like that. (TRH004) 
 
Sometimes when the mother was pregnant she had lot of stress, it’s either she 
was in an abusive marriage or relationship. Or she was thinking too much and 
that affected the child’s brain to be slow. It might be that the mother used too 
much of her brain at the time she was pregnant with the child. Then she had 





Treatment of ID 
Regarding the question, “Can this condition be treated/cured?” participants in 
both individual and focus group interviews gave varied responses based on their 
experiences of working with individuals with ID and their beliefs around the causes of 
ID. Although some admitted that they had never treated clients with ID, they shared 
their ideas on how people with ID can be treated by traditional healers. Some 
suggested that ID cannot be treated and can be very difficult to manage because: 1) a 
child was born with it, 2) ID is easily confused with mental illness, and 3) ID has a 
stigma attached.  
According to some participants, there is no treatment for ID because a person 
with ID is not sick. For these participants, even if you burn something or mix herbs, it 
will not help because the person was born with that condition: 
There is no treatment because this is not the illness… The most important 
thing is to gather everyone in the family and tell them that this person has this 
condition. And this person is born like this, there is no chance you can change 
that condition. They must just accept this person the way he is because he is 
not going to change whether we like it or not, and they must encourage him to 
mix with people who have the same condition. (TRH009)   
 
While some reported that it cannot be cured, others said that treatment or 
management was dependant on the cause of ID. For these participants, if rituals and 
customs were not conducted then people could get sick and conditions like ID may 
develop. They suggested that for any illness to be cured, including ID, previously 
neglected customs and rituals may need to be administered for a person to be healed:  
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…when you know the cause, let’s say it has to do with a tradition or customs. 
In tradition it happens in two ways, the condition can be caused by a person 
and by birth defect. How do you fix the child’s condition so as to treat him? 
Some don’t even need treatment they just need their home rituals, or what his 
household recommends to fix that condition. (TRH001) 
 
…some people you will found out that… Sometimes that condition can be 
cured by conducting a ritual for that person. A person can get disturbed 
mentally even from these beads we are wearing. You can end up being crazy, 
people will say here is so and so running down the street picking up papers 
from the garbage bin. And all of this time this person doing these crazy things 
what she really need is to go home and perform rituals. (TRH007)  
 
On the other hand some participants reported providing counselling and 
support to the families or carers of a child with ID when they consult them for help. 
They believe that parents of children with ID are substantially affected through 
having a child with this condition. They become stressed, they experience sleep 
disturbance, always worry about the child and complain about physical body pains. 
Because of this, participants believe providing counselling could help these carers 
deal with these symptoms. They add that carers need to learn to accept the situation of 
a child with ID because there is nothing more they can do:  
…a parent of a child with this problem does not sleep, she is always thinking 
about this child. Since nowadays we are academic traditional healers and we 
have been trained and graduated as healers and on medicine, on my side since 
I was a counsellor. I will give that parent by counselling because she did not 
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come to me because she is sick saying she has a backache or headache or 
stomach ache, she is here because she is in pain because she has a child with 
disability and was born like that. So I will sit down with her and give her 
counselling. If she needs me to do ongoing counselling, or if she wants me to 
refer her to other counsellors I will do that. (TRH007)    
 
In addition, others indicated conducting some cleansing ceremonies through 
bathing their patients. These include use of “ubulawu” (anciently used African plant) 
and mixture of special herbs that were used in the olden days to cleanse and cure 
various kinds of illnesses. Some of these are used to bathe the whole body of the sick 
while others are used to connect with the ancestors. They believe when one takes part 
in these cleansing ceremonies using herbs and remedies one’s mental illness can be 
cured, including ID:  
Wobulawu, uhm ubulawu is a home treatment. For example they say if there is 
something wrong with the child of this house the aunt will go and fetch 
ubulawu (home treatment) and then that child will be washed with that and he 
will be cured. After that they will take the sack and it will be washed and then 
he will be cured… When a sick child has been washed with this treatment, 
when he wakes up he will tell someone that he had a vision of a certain 
grandfather. Since he doesn’t know this grandfather he will tell his father or 
his mother that he saw grandfather so and so or he saw a certain father or 
mother saying this and that, and whatever they say it must be done. And that 
child will be healed mentally. (TRH008) 
 
Participants’ Views on Future Collaborations with Western Trained Doctors 
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Most participants in both individual interviews and focus group interviews 
believe that working together with Western trained doctors is possible. Some of them 
report that they have started this process and do refer their patients to the hospitals 
when the need arises. However, they do not get any referrals from the hospitals. They 
feel that Western trained doctors undermine them and often instruct their patients not 
to go back to them after being discharged from the hospital. According to them there 
is a need to correct the attitudes of the Western trained doctors regarding traditional 
healers. There is also a need for Government to mediate between the traditional 
healers and Western trained doctors: 
I think it is possible, because Public Health uses Western medication while we 
use pure. Although it is pure, ours is strong because it does not have any 
preservatives. Maybe another person wants it strong so he can feel better. 
Again, I like to use an example about HIV and AIDS. Because in traditional 
healing when you consult a person and realise that he needs a clinic, and you 
still continue giving him that strong medicine, it will make him sick more, 
meanwhile this person just needs a boost on his immune system. Where are 
you going to get that? At Public Health? (TRH004) 
 
Discussion 
This paper has reported findings from a study that sought to understand the 
views and perspectives of traditional healers in Cape Town, South Africa. The 
findings provide new and insightful information about how traditional healers work, 
and specifically how they work with children presenting with ID. Pertinent findings 
specifically relate to the terminology and names traditional healers use to identify and 
describe ID, how they perceive, understand and explain the presentation of ID, their 
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explanations of the causes of ID, their experiences of and the choices they make when 
treating ID in children, and their insights and perspectives on possible collaborations 
with Western trained doctors and health practitioners in the future. The naming of and 
the terminology used to describe and identify ID are very similar to what has been 
observed in African cultures in general, where ID is identified as an abnormality, 
stupidity, and mental disturbance (Baffoe, 2013; A. Stone-MacDonald, 2012). ID is 
not distinguished from mental disorder in some cases.  
Central to the work of traditional healers is this link between the living and the 
dead. This is a distinguishing feature of how traditional healers work; the point of 
departure is the supernatural, whereas Western interpretations of illness start with the 
body.  
An interesting finding is the location of the presentation of ID within the 
biomedical sphere by some traditional healers where they specifically identified it as 
presenting in the brain even as the body continues to develop normally. There were, 
however, traditional healers who still gave supernatural explanations for how ID 
presents in children. Similar to the terminology used to describe ID, some traditional 
healers did not depart from views held by the general African population when it 
came to giving explanations for the causes of ID, with many citing traditional 
supernatural causes as the underlying reason for the condition.  
Another interesting finding was conflicting beliefs around treating ID, 
specifically where this related to its curability, with some traditional healers firmly 
believing that it was impossible to cure, while others believed it could be cured. 
Treatment modalities included rituals to appease ancestors as well as counselling and 
support of families. The latter form of treatment requires further research to 
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understand the ways in which traditional forms of counselling can be harnessed to 
complement Western forms when providing support to families of children with ID.  
Finally, findings on traditional healers’ views on future collaborations with 
Western trained doctors provide hope and opportunities for these two forms of 
healthcare services to be synergised for the strengthening and improvement of 
services provided to children with ID and their families. This is a finding that requires 
further in-depth work to manifest ways of bringing the two forms of practise together. 
It is clear that any collaboration would need to take into account the diversity of views 
and practices amongst traditional healers – our data show how varied these views are. 
More fundamentally, perhaps, if traditional healers are to become collaborators with 
biomedical professionals in the care for families where a child has ID, it is important 
to pay close attention to how they feel they are positioned by the biomedical health 
system. Traditional healers’ views about feeling undermined and disregarded by 
Western trained doctors are disturbing and warrant further investigation and 
intervention, especially given the reality that the South African Government formally 
recognises indigenous ways of healing as valid and important. With biomedical 
services being as inaccessible as they are, traditional healing may provide important 
help and support, but healers understandably would probably resist partnerships in 
which they felt undermined and resisted. 
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The Spiritual healers’ explanatory models for intellectual disability 
7.1 Introduction to Article Six 
In Chapter Six, traditional healers reported on identification, naming and cultural 
beliefs leading to misconceptions, poor understanding and difficulties in the 
management of ID. In order to get a deeper and different understanding of these 
factors and more, I then conducted individual face-to-face interviews with spiritual 
healers from different church denominations in Khayelitsha. As with traditional 
healers, I paid particular attention to their understanding, spiritual beliefs, the role 
played by the church as well as management of ID and views on collaborations. 
Similar findings to those found in Chapter Five, highlights included misconceptions, 
negative spiritual beliefs, stigma and support for families. 
  
The current chapter presents the sixth of the manuscripts prepared for publication in a 
peer-reviewed journal, Journal of Religion and Disability. It explores perceptions of 
the spiritual healers on understanding and management of ID in a folk sector setting. 
As described in Chapter One of this dissertation, I used Kleinman’s (1978) typology 
of the three sectors of the healthcare system. For Kleinman (1978), these are the 
professional, popular and folk healthcare sectors. Like traditional healers, spiritual 
healers also fall within the folk healthcare and this chapter deals with spiritual healers 
who had experience of working with people with ID and their families. It addresses 
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the importance of spiritual healers and alternative methods for this vulnerable group 
in a multicultural and low-resourced area in South Africa. The chapter further 
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DISCUSSION AND CONCLUDING THOUGHTS 
In the current section of the dissertation I focus on discussion, concluding thoughts 
and recommendations for future investigations and interventions. In the first three 
sections my focus was on the introduction, background, identification, belief systems 
and EMs of ID, as well as on contextual factors, such as urban poverty, which had a 
profound effect on the families’ experiences. In Section Four, I integrate and discuss 





DISCUSSION AND CONCLUDING THOUGHTS 
8.1 Introduction 
The main aim of my PhD project was to explore the subjective experiences and EMs 
of caregivers and parents of children who had ID, as well as of those folk healers 
(traditional and spiritual healers) who work with families with a child with ID in a 
predominantly isiXhosa-speaking urban township in Cape Town. I was also interested 
in questions regarding the practicalities of access to care. To achieve this, I aimed to 
systematically study the current literature, investigate, describe and analyse the 
findings, in order to contribute to the existing ID evidence, as a basis to guide future 
research. Data were collected through individual interviews conducted in participants’ 
homes, and with traditional and spiritual healers, and through the FGD held with 
traditional healers. I used an interview guide for all the individual interviews, and the 
FGD guide was adapted from Kleinman’s (1978) EMs framework. The analysis and 
interpretation of data were conducted through the lens of an ecological framework 
influenced by Bronfenbrenner’s (1994) approach.  
 
In the concluding chapter, I will show how the different voices that I have interviewed 
during the data collection process link together to give a broader picture, outlining the 
landscape and the extent of the experiences and perspectives of caregivers, parents, 
traditional healers and spiritual healers in the setting where the study was conducted. 
In this chapter I will also draw together the various strands from Chapters Two to 
Seven of this dissertation to form a more complete picture of the internal and the 
external factors of the health system that were felt and experienced by the caregivers 
Stellenbosch University https://scholar.sun.ac.za
 179 
and the parents of children with ID. I will also highlight all the inconsistencies 
identified throughout the seven chapters. 
 
8.2 Sub-section heading needed      
8.2.1 What have we learned about the healthcare system and care of children 
with ID? 
In the introduction section provided above, I indicated that the main aim of the study 
was to explore caregivers’, parents’, traditional healers’ and spiritual healers’ 
perspectives and subjective experiences about ID or caring for a person with ID. In 
addition, I also indicated that my enquiry is based on Kleinman’s (1978) framework 
of the systems of healthcare and Bronfenbrenner’s (1994) socio-ecological model to 
facilitate an understanding of the social context in which these occur. Since ID is 
often associated with serious health, mental health, and financial and social 
difficulties, Kleinman’s framework is a useful tool for understanding the healthcare 
system available to PWID and the context within which this system occurs (Cohen, 
2020; Ravindran & Myers, 2012). 
 
The results of this investigation have shown that the experience of living with a child 
with ID may encompass, for the child and the caregivers alike, a combination of 
intellectual, medical, physical, functional and mental health difficulties. Several 
studies on the understanding and impact of ID in other contexts have reported similar 
findings (Azeem et al., 2013; Emerson, 2003). As I have demonstrated in this 
dissertation, a need to understand ID and a need for treatment of the co-occurring 
difficulties may influence caregivers’ and parents’ search for help from all healthcare 
sectors. As indicated above, these healthcare systems, according to Kleinman (1978), 
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include popular, folk and professional sectors of healthcare. For Kleinman (1978), all 
healthcare sectors should, in theory, be available in every community. However, I 
have demonstrated that for Black isiXhosa-speaking caregivers of children with ID, 
professional healthcare services are not always available in their communities. This is 
the reason why they need to travel and use a complicated public transport system that 
is expensive, to get to the nearest healthcare centre. The use of Bronfenbrenner’s 
(1994) socio-ecological model has helped me to understand different levels of the 
healthcare system, and patterns of health-seeking. At each level of the healthcare 
system, PWID and their caregivers are often faced with barriers to healthcare access.      
 
8.2.2 What have we learnt about perspectives on, and experiences of, African 
families’ and caregivers’ experiences of raising a child with ID? 
Chapter Two, Part 1 made us aware of the studies conducted in Africa on experiences 
of parents and caregivers raising a child with ID. Out of 164 articles assessed for 
eligibility, there were nine studies found, conducted in Africa, that investigated 
caregiving issues among families that have a child with ID. Results revealed that 
families of children with ID were worried about, among other things, the future of 
their loved ones were the primary caregiver no longer able to look after the child with 
ID. Furthermore, caregivers felt a huge burden of care because of the lack of support 
from those around them. Lack of specialised services for children with ID in Africa 
was one of the common themes in all of these studies. In some African countries, 
people had to travel for days to get to the nearest healthcare facility.  
 
It became clear in the systematic review of studies from Africa, and in my broader 
review in Chapter Two, that services for PWID are still very scarce in Africa in the 
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context of poverty and extreme deprivation. These findings further revealed that 
families raising a child or children with ID in Africa faced substantial challenges. In 
addition, they suggest that there is the need for both formal and alternative healthcare 
workers to work together towards an understanding and management of ID in Africa. 
  
8.2.3 What have we learnt about perspectives on, and experiences of, ID from 
caregivers and parents of children with ID who are using the ID specialised 
services? 
In Chapter Three we learned that despite healthcare for all in South Africa being, in 
theory, accessible and available, the understanding and management of ID remains 
poor as well as complicated by various contextual and cultural factors. This is despite 
the fact that there is a high prevalence of ID in South Africa due to poverty and a high 
prevalence of other disorders.  
 
Results on caregivers’ and parents’ EMs of ID showed that they believed that ID was 
caused by biomedical factors, injuries during pregnancy or birth, as well as spiritual 
causes. In addition, there was no single common term for ID used by isiXhosa-
speaking caregivers and parents. Some of the terms used in their communities may be 
perceived as offensive and stigmatising, and some caregivers experienced them as 
such. These findings were consistent with other studies coming out of Africa. For 
example, Brocco (2015), Kisanji (1995), Masulani-Mwale et al. (2016), Mckenzie et 
al. (2013) and Stone-MacDonald (2012) revealed that different population and 
cultural groups have used various terms, words and idioms for ID. It was reported that 
there were significant difficulties in accessing services and support, and difficulties 
with coping in the context of extreme poverty and deprivation. Other findings from 
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South Africa have also revealed that parents of children with ID struggled to afford 
specialised professional support services for themselves and their children with 
disabilities (van der Mark, Conradie, Dedding, & Broerse, 2019) 
 
These findings revealed that there is likely to be a relationship between caregivers’ 
and parents’ beliefs and where they go for help. They further illustrate, however, that 
these participants also engage in what has been termed “pluralism in healthcare” 
where they attend both biomedical and alternative healthcare services. These findings 
further highlight a need for collaboration between the biomedical and alternative 
healthcare systems in educating carers and parents regarding ID. 
 
8.2.4 What have we learnt about perspectives on, and experiences of, caregivers 
and parents of children with ID who are not using the ID specialised services? 
I was interested in caregivers who are not using biomedical healthcare services, 
despite their qualifying for these services. These carers reported different reasons that 
led them to not continue using services for their children with ID, although they may 
be in need of help. As far as I know, there are no studies that have explored the 
reasons why some individuals with ID, or those who care for them, decide not to use 
biomedical services even when they are close by. In this dissertation I have explored 
their belief systems as well as various barriers that have contributed to their decisions 
not to use specialised services from which I, as a biomedical professional, believe 
they could benefit. Core to my findings was that it was not primarily for cultural 
reasons that they did not use services – difficulties in access and perceived inefficacy 




8.2.5 What have we learnt about cultural explanations of ID by traditional 
healers? 
In Chapter Four I explored different ideas that traditional healers held about ID. It 
became clear that traditional healers held various ideas regarding what constituted ID. 
Further, it became clear that a set of challenging behaviours, difficulties carrying out 
basic tasks and scholastic difficulties were clearly perceived as ID. However, 
traditional healers varied in their responses regarding the terminology used to identify 
and describe this condition. Some of the terms were very similar to those reportedly 
used in African cultures in general where ID is perceived as an abnormality. Some 
terms were perceived to be offensive and stigmatising to people with this condition. 
Some healers, especially those more exposed to Western education, appeared to 
identify ID within the biomedical sphere. Their use of biomedical terms for ID was 
very similar to those terms used within the professional healthcare system. Although 
some admitted attending training workshops it is not clear whether their use of terms 
was due to this training or to formal education. 
 
In terms of the explanations regarding the causation of ID, traditional healers leaned 
towards supernatural explanations. However, these findings were also accompanied 
by explanations based on the biomedical approach. These findings were similar to 
those reported in other studies about indigenous beliefs regarding ID (Kpobi & 
Swartz, 2019; Mills, 2018; Scior, Addai‐Davis, Kenyon, & Sheridan, 2013). 
  
8.2.6 What have we learnt about spiritual healers’ perspectives on, and 
experiences of, ID? 
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Another objective for the current study was to understand the EMs of spiritual healers 
regarding ID, and these findings are presented in Chapter Seven. The main aim was to 
investigate the beliefs of spiritual healers from various churches regarding ID and 
support provided to families, if any. For most spiritual healers, there were various 
ways of assisting families of children with ID. These included accommodating family 
members with ID in church services, performing certain rituals, prayer meetings for 
the families, visiting homes of children with ID and counselling sessions. The 
preceived effectiveness of these methods was not clear. However, the healers 
generally believed their methods were effective because they were commonly 
appreciated by the families and perceived as supportive. This is consistent with the 
findings from studies that assessed the use of spirituality in the management of mental 
health conditions (Gureje et al., 2015; Lake, 2012; Sorsdahl et al., 2009; Swinton, 
2001). Similar studies on ID reported similar findings where spirituality was used for 
support and helped people with ID to integrate with the rest of the community 
(Markham, 2006; Morad, Nasri, & Merrick, 2001; Raji, 2009; Swinton, Mowat, & 
Baines, 2011). 
 
Although for some spiritual healers there was openness and willingness to engage 
with other ways of viewing ID, some misconceptions about ID were observed among 
the spiritual healers. These were understood as stemming from a possible lack of 
knowledge, confusion between ID and psychiatric disorders, as well as 
misunderstandings within the churches about ID. In a similar vein, other studies 
reported similar results where confusion regarding suitable names for ID among folk 




The chapter revealed that spirituality is very important for people with a child with 
ID, as is the case for many other people. Caregivers may use spirituality to cope with 
loss of a “normal” child that never arrived. They also use spirituality to cope with the 
stress of raising a child with ID and the difficulties this involves, and for support 
much needed by their families. 
 
8.2.7 How does Bronfenbrenner’s (1994) framework aid our understanding of 
the parents’, caregivers’, traditional healer’s and spiritual healers’ experiences 
of children with ID from various sectors of society? 
At the beginning of this dissertation, I indicated that I used Bronfenbrenner’s (1994) 
socio-ecological framework in order to make sense of the experiences and views of 
caregivers, parents and traditional and spiritual healers. Through this conceptual 
framework I have learnt that children with ID and their parents and caregivers may 
have positive or negative experiences of ID through their interactions at the different 
levels of the system. Utilising Bronfenbrenner’s (1994) socio-ecological model to 
understand the social context in which these interactions occur is important because 
of the aforementioned complex context of health, social and economic challenges 
within which ID occurs (Cohen, 2020; Ravindran & Myers, 2012). 
 
In addition, the study findings have revealed the painful reality of the lived 
experiences of the caregivers and parents who are raising a child with ID, and the 
difficult context within which parenting children with ID occurs in the study setting. 
Utilising the socio-ecological framework to understand the findings, it is clear that 
factors at the societal, community, relationship and individual level all combine to 




At the societal level, Chapters Two to Seven showed that poverty, inequality, spatial 
inequality, cultural norms and belief systems provide the context in which caregivers 
care for and parent children with ID. In this study, poverty created the socio-economic 
conditions that determined the level and quality of care, services, and support that 
families of, and children with, ID who were interviewed for this PhD project 
accessed. As shown in Chapters Three, Four and Five, almost all the caregivers 
reported social grants as their primary source of income and, for some, without it they 
were not able to go to the healthcare facilities for their doctor’s appointments. Social 
grants are designed to reach children with ID, are difficult to access, with children 
with ID only able to access one of the two grants designed for them – the Care 
Dependency Grant (CDG) or the Child Support Grant (CSG). Lack of access to both 
grants results in caregivers and children with ID receiving far less financial support 
than they deserve and need. Owing to the Apartheid legacy, as discussed in Chapter 
Two, in South Africa poverty manifests through spatial inequality where the poor live 
in far-flung areas called “townships” which are characterised by lack of services, poor 
infrastructure, and poor living conditions. The findings of this PhD have shown that, 
for families of children with ID, spatial inequality means that they live far from ID 
services (or even when they are close as the crow flies, transport access is difficult); 
they live in poor conditions, and in communities with poor infrastructure. Societal 
cultural norms and belief systems were also shown to provide a context within which 
families of children with ID experienced living, and raising a child, with ID and the 
choices they made about care, as well as the framing of ID in this society. The 
dissertation has further shown that language and terms used to identify ID were laden 
Stellenbosch University https://scholar.sun.ac.za
 187 
with meanings and connotations that gave rise to prejudice and othering of children 
with ID. 
 
At a community level, caregivers of, and children with, ID contended with lack of 
financial resources (income poverty); absence of local ID services in the immediate 
areas they lived in; costs associated with accessing services that are outside the 
community; alternative forms of healthcare practiced by and available to the 
community (faith healers and traditional healers)); and stigma. The findings in 
Chapters Two and Seven showed that for families of children with ID, lack of 
financial resources acted as a key constraint in attending services they are eligible for. 
This was compounded by the absence of local ID services that caregivers could access 
for their children, necessitating traveling outside their communities to seek and access 
healthcare services. As shown in Chapters Three and Four, this came with additional 
costs for transport which sometimes meant taking more than one taxi each way. 
Caregivers related poignant stories of having to worry about taxi money, as well as 
managing their children and people’s reactions, during each trip to the healthcare 
facility. The findings further showed that, contrary to popular understandings of why 
families use informal healthcare services to treat and manage ID, which locate such 
reasons at only the belief system level. In this study the use of alternative forms of 
care was as much a result of caregivers’ own EMs of ID, as it was a pure need for 
accessible services. Traditional healers and spiritual healers in Chapters Five and Six 
were found to play a particularly important role in providing care, support and coping 
for caregivers and families of children with ID. Their own understandings of what ID 
is, its causes and management, were explored in this dissertation and revealed EMs 
that borrowed from both Western and traditional/spiritual understandings of the 
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condition. Caregivers of children with ID at a community level further experienced 
stigma. This was influenced by cultural understandings of what ID is and its causes, 
as well as lack of community awareness and understanding of the clinical etiology of 
ID. 
 
At the relationship level, caregivers struggled with their own and families’ responses 
and reaction to having a child with ID; similar to traditional and faith healers, 
caregivers’ EMs of ID were rooted in physiological, biological, Western, and 
traditional/spiritual understandings of the condition. Caregivers struggled with 
feelings of isolation and lack of support both from within their families and in the 
wider communities in which they lived. They also experienced the health system as 
unsupportive, unfriendly, and as difficult to engage with due to language barriers and 
access barriers. and as removed and distant from their lived experience of raising 
children with ID. This was in contrast to the local alternatives of healthcare they 
sought help from, such as traditional healers and spiritual healers who were perceived 
as supportive, helpful and understanding. Parents and caregivers of children with ID 
also struggled with mental health issues as a result of raising and caring for children 
with ID, often in the context of little support. Caregivers struggled with depression, 
sadness, feeling isolated, fatigued and ashamed. At the individual level, as related by 
their caregivers, children with ID experienced stigma from peers and community 
members alike. This led to the children being isolated from their peers and the 
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Understanding the Experiences of Parents, Caregivers, Traditional and Spiritual 
Healers of Children with ID Through Bronfenbrenner’s (1994) Socio-Ecological 
Framework 
 
8.3 Recommendations  
Based on the findings of this PhD project, recommendations for how to improve 
support and care services for parents and caregivers of children with ID can be 
categorised into needed responses at the societal, community, relationship and 
individual levels (Bronfenbrenner 1994). 
 
8.3.1 Individual level 
Results in Chapters Three and Five reveal a sad reality of how children with ID are 
treated and excluded from the community. Some parents and caregivers also reported 
being stigmatised by some community members, and lack of support from extended 
family members. These findings imply a need for the design of services and 
programmes to promote inclusion of children with ID in the communities they live in. 
They need to feel accepted and supported by their communities. Awareness 
campaigns and stigma-reducing efforts at the societal, community, and relationship 




8.3.2 Relationships level 
At the relationship level, parents’ and caregivers’ responses to the diagnosis of ID, 
and their understanding of what ID is and its causes, present opportunities for 
intervening at this level. Understandings of what ID is and its causes can be used to 
ensure that this maximises care-seeking, as well as reducing self-stigma and 
misinformation. Changing and influencing societal and community level beliefs and 
understandings about ID, as discussed in preceding sections, could influence how the 
condition is received, perceived and responded to by caregivers. 
  
The provision of services to children with ID can also adopt an integrated approach 
that identifies and brings along the whole family that surrounds a child with ID to 
ensure that family members and relatives can provide needed support to caregivers of 
children with ID. This has the potential to reduce the sense of isolation and perceived 
lack of support experienced by caregivers in this study. 
  
Lastly, caregivers of children with ID need to have special services designed for them 
as caregivers. In the current system, it is easy to focus mainly on the child with ID, 
but not the caregiver who has to care for and support the child. As shown in this 
study, caregivers of children with ID are vulnerable to experiencing mental health 
issues as a direct result of their caregiving work. Services thus need to be designed 
which provide counselling and opportunities for self-care by this population. 
 
8.3.3 Community level 
Issues identified in this dissertation as community level barriers to accessing quality 
care and services by caregivers of, and children with, ID need to be addressed. In the 
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case of low-income communities, specialised, responsive and high-quality ID services 
need to be designed and provided in these settings so that caregivers of, and children 
with, ID do not have to suffer the added cost and inconvenience of traveling outside 
their areas to access care and services. 
 
One of the key findings of this dissertation concerned the key role that traditional and 
spiritual healers may play in providing support and care to caregivers of children with 
ID. Beyond diagnosing and managing the presentation of ID, these folk healers 
provided guidance on cultural related matters and spiritual support to these families. 
In addition, they have acknowledged the role of Western trained healthcare 
professionals and referred some clients to them. This important role needs to be 
acknowledged and harnessed to ensure that the health system is reformed to take into 
consideration alternative and informal systems of care that remain the first port of call 
for community members needing help and support. In my interviews with them, 
traditional healers and spiritual healers were not opposed to having a conversation and 
forming alliances with the formal healthcare system. Such conversations can open the 
way for the integration of these two health systems, so that culturally relevant and 
responsive care and services can be provided to the ID population. 
 
The issues of stigma that were identified at the community level in this dissertation 
also need addressing. Community awareness campaigns and dialogues can be created 
and run on a regular basis to normalise ID and garner community level support for 
families of children with ID.  
 
8.3.4 Societal level 
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The findings of this dissertation reveal that caregivers and parents of children with ID 
may reside in poverty-stricken environments and are living in informal settlements 
where there is still no provision of basic needs. These data give a picture of a group of 
carers in search of much needed services for their children who are, however, 
prevented from accessing these services by multiple barriers related to poverty and 
deprivation. Globally, poverty and deprivation have also made healthcare access 
extremely difficult in many people from low-income countries (Adugna et al., 2020; 
McMaughan, Oloruntoba, & Smith, 2020; D. H. Peters et al., 2008; Zimerman & 
Rohde, 2021). There is a need to reduce high levels of poverty and material 
deprivation which make it that much more difficult to care for and raise children with 
ID in South Africa. Specifically, government policies that are already in place to 
respond to poverty should be maximised and improved to support parents and 
caregivers of children with ID. Most of the participants have revealed that their 
primary source of income is largely dependent on social protection programmes after 
most of them lost their jobs and became full-time carers of their children with ID. 
However, government support in the form of the Care Dependency Grant (CDG) and 
the Child Support Grant (CSG), while potentially reducing the financial burden of 
having a child with ID, is not enough. The mechanisms for application and access 
need to be simplified and the reach of the two grants needs to be expanded to ensure 
that caregivers and children with ID receive both grants. The CDG is meant to be for 
the caregiver, rightly so, to compensate for the fulltime care required by children with 
ID. Thus, children with ID also need a grant that targets them exclusively; the CSG 
can meet this need. Current rules which exclude simultaneous receipt of both grants 




Although participants stay within a 10km radius of the nearest service, so distance 
does not seem to be an issue, these participants still need to take two minibus taxis 
going and another two coming back home. This shows these services are still 
geographically allocated as per the past segregation laws in a predominantly Coloured 
area with no psychiatric healthcare facility designed only for Black people in their 
communities. Although there are no more physical boundaries and restrictions, Black 
caregivers from predominantly Black previously excluded low socio-economic 
settings still need to travel for long hours and spend significant amounts of money on 
public transport costs in order to access healthcare. 
 
These findings reveal that specialised services for PWID are still allocated in the same 
areas as they were allocated under the past Apartheid laws, and Black African carers 
who raisie children with ID still need to travel in order to get specialised healthcare 
access. There is a need for change which allows equal distribution of specialised 
healthcare services for PWID across racial groups in Cape Town. The continued 
inequality, which was very evident in this dissertation, where specialised, high quality 
ID services could only be accessed by people living in affluent areas and with 
corresponding financial resources, needs to be addressed. Spatial justice means that 
all South Africans are able to access services and live in good, healthy environments 
regardless of their geographical situation.  
 
With regard to culture and belief systems, there needs to be recognition that culture is 
not static, it can move with and be informed by evidence. The language used to 
describe, identify and define ID within South African and African cultures broadly, 
can be used to facilitate a change in how communities and societies see and 
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understand ID. Participants’ responses across all chapters imply a need for education 
and training regarding ID for both popular and professional sectors. Also, the positive 
transformation of negative cultural beliefs, reported by caregivers and parents towards 
individuals with ID by community members, can possibly be fascilitated through 
public awareness campaigns. 
 
8.3.5 Institution-Based Services Need To Be Transformed 
One of the key findings of this dissertation centre around the lack of transformation of 
institution-based services for children with ID. Black African caregivers frequently 
accessed services in institutions that did not use their mother-tongue, isiXhosa. This 
meant that they approached the ID services with trepidation and even embarrassment 
at their lack of understanding of the English and Afrikaans languages. In a country 
like South Africa, where language was wielded as one of the key weapons in the 
Apartheid arsenal of enthrenching power and oppression, where the hegemony of the 
English and Afrikaans languages was enforced and held up as the standard for 
articulate expression, the continued use of these languages in the public sector is 
unacceptable. ID services need to reflect the diversity of the South African 
population, and need to project Africanness. PWID and their families need to feel 
welcome in any institution they access, which is meant to provide care. The 
Westernised, biodemical approach of healthcare service-provision, which tends to be 
detached and clinical, treating patients as bodies, needs to transform and reflect the 
African values of ubuntu, compassion and person-centredness.  
 
Decolonial approaches to ID would greatly aid the transformation of institution-based 
ID services. Dirth and Adams (2019, p. 260) offer a decolonial theory and approach to 
Stellenbosch University https://scholar.sun.ac.za
 196 
thinking about and engaging with disability. The decolonial approach challenges and 
contradicts the medical and psychological models of understanding and dealing with 
disability, by normalising it by “thinking through disabled ways of being as viable 
and valuable”. In their framework of “Decolonial Strategies in Perspectives of 
DisabilityStudies”, the authors posit strategies ford decolonising disability which as a 
first strategy, utilise a social model of disability studies where emphasis is on the role 
of the environment and social attitudes in how disability is constructed. The second 
strategy involve normalising disability which involves, among other things, 
“relocating pathology from inside individuals to the cultural and ecological context” 
(pp261). The third strategy focuses on critical race and global disability perspectives 
to denaturalise ability by problematising the structures and ideologies that underlie 
normal ability. This framework could be a helpful tool for thinking through the 
transformation of ID services in South Africa, by first changing how we think about 
disability and using this transformative lens to change and influence service provision 
for PWID and their carers.  
 
8.4 Conclusion 
In this dissertation I explored a wide range of experiences related to caring for a child 
with ID. I also investigated and explored cultural beliefs about ID from the 
perspective of both caregivers and folk healers. Although I have explored some 
aspects of culture and ID, I also recognise that there is still a need to understand 
culture within a broader medical context (B. Green & Colucci, 2020; Pemunta & 




My work in this dissertation evolved out of an interest in caregivers’ EMs of ID 
through examining their lived experiences. In my investigation I have discovered 
some answers to how caregivers experience caring for a child with ID in a context of 
poverty and deprivation, but I have also found different ways of thinking about their 
experiences and beliefs. My interactions with the participants have left a deep 
impression on me as a researcher and a mental health professional. These experiences 
have made me think deeply about what needs to be done in order to improve 
caregivers’ experiences of raising a child with ID, and the role of the alternative 
healthcare providers in the context of ID. Significant differences exist between the 
biomedical and the alternative healthcare sectors. However, there is also openness to 
collaboration on the side of traditional and spiritual healers with Western trained 
healthcare professionals. On the other hand, there is a need for exposure of the 
Western trained healthcare professionals to the work of these healers who come from 
a non-Western paradigm. 
 
The findings of this dissertation can be used at academic institutions and institutions 
of higher learning to foster greater understanding of ID and care for those diagnosed 
with this condition. The knowledge nuggets gained from this work may also help 
practitioners, academics, and students learn about the different systems of care at 
different levels of the formal and informal health systems that ordinary South 
Africans with ID have access to. In addition, these findings can be used to train 
alternative healers to understand ID and its management.   
 
This study was, essentially, descriptive. I believe, however, that the dissertation lays 
the basis for a more ambitious research project in which I hope to design and evaluate 
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interventions to help address major concerns raised by the findings. As part of the 
dissemination of my findings, I plan to organise and evaluate the impact of workshops 
for both traditional healers and professional healthcare workers, drawing on other 
studies (McConkey, Taggart, DuBois, & Shellard, 2020). I hope to provide a platform 
for more direct dialogue across different sectors of care. Preliminary findings from 
this dissertation have already been presented to professional healthcare workers and 
academics on various academic platforms, including an international congress on ID. 
The dissemination and intervention events with traditional healers and healthcare 
professionals may prove useful in discussing outcomes and collaboration 
opportunities between the two sectors. There are also, potentially, broader issues to 
consider – including issues of community stigma and discrimination. I need to learn 
more about what has been achieved internationally and in South Africa in terms of 
stigma-reducing and community-inclusion interventions McConkey, O’Hagan, and 
Corcoran (2021). In this study. McConkey et al. (2021) identified a need, and 
demonstrated strategies, for services to go out into the communities, as opposed to 
having clinic-based services, especially for rural communities for which the provision 
of specialised services can be implemented. I am well aware of the fact that many of 
the issues I have identified as key to the caregivers’ experiences are beyond the 
control of what a psychological intervention can achieve – I cannot, for example, 
solve the problem of endemic poverty in Khayelitsha. In future work, though, it is 
important that I explore what can and cannot be done realistically within the context 
in which I work. 
 
8.4.1 Limitations of the study 
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The current study has highlighted some very important insights regarding the 
experiences of caregivers and parents of children with ID. However, it is very 
important to acknowledge that there were some limitations in various aspects of the 
study. Firstly, all the participants of the study were recruited from the urban setting. 
Although this decision to focus only on an urban setting was taken for practical 
reasons, it however led to the exclusion of potential participants who lived in rural 
areas. As I described earlier in the dissertation, Khayelitsha is an urban township with 
informal settlements and the lived experiences and views of familes and caregivers of 
individuals with ID may differ from those staying in rural settings. In an urban setting 
experiences might be shaped by various factors, including availability and the choices 
of services available to them, factors differing from those found in South African 
rural settings where healthcare needs are still hugely neglected.  
 
On the other hand, both traditional and spiritual healers’ views on collaboration with 
the biomedical sector may be influenced by the close proximity of biomedical 
professionals, with whom they might have had some contact. This implies that these 
findings cannot be generalised to all alternative healers in South Africa. 
 
In terms of the types of participants, only traditional healers, spiritual healers and 
caregivers were included. Individuals with ID themselves were not included in the 
study. The views and the lived experiences of the service users themselves would 
have given a different perspective on help-seeking behaviours of PWID in South 
Africa. In addition, exploration of biomedical professionals’ views, especially 





Despite these limitations, I believe the study has provided me with an agenda for 
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Appendix A1: Topic guide for individual interviews with users of ID Services 
Project title: Traditional caregivers’ and parents’ explanatory models of intellectual 
disability in Khayelitsha, Cape Town 
Semi-structured in-depth interview topic guide: 
1. What is your understanding of the condition that your child has? 
2. What do you think caused your child's ID? 
3. Why do you think your child has this condition at this particular time?   
4. How do you think this illness works inside your child’s body and mind? 
5. What does this condition do to you? What does it do to your child? 
6. How have your lives as a family been changed by the diagnosis of ID in your 
child? 
7. What was your first response when you heard/discovered that your child has ID? 
8. What are some of the challenges of having a child with ID? 
9. How do you cope with having a child who has ID? Probe for prayer/church 
support, cultural practices, and community services. 
10. When did you start using IDS services? 
11. Why did you start using IDS services? (Probe for presenting issue) – this could 
be the first question. 
12. How easy or difficult is it to access IDS services for your child? (Probe for 
transport problems, waiting times). 
13. What has been your experience of using IDS services? Probe for perception of 
IDS staff attitudes, treatment by IDS staff. 
14. If non-English and non-Afrikaans speaking: How have you experienced receiving 
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IDS services in English/Afrikaans? 
15. What do you think of the services you are accessing for your child here at IDS? 
16. What, if any, other services/help outside IDS have you sought for your child? 
Probe for traditional and spiritual healers, probe for homeopathy/alternative 
medicine, non-prescribed medicines, social grants. 





Appendix A2: Interview guide for traditional healers 
Project title: Traditional Healers’ Explanatory models of intellectual disability in 
Khayelitsha, Cape Town 
Semi-structured Focus Group Discussion Topic Guide for Sub-study 2A: 
1. How would you describe your work as traditional healers in this community? 
2. How long have you each practiced as a traditional healer in this community? 
3. What is the common understanding of ID in this community? Probe for how 
people see it/explain it, what people identify as causes of ID. 
4. What is your understanding of ID? 
5. What, in your opinion, causes ID in children? 
6. Why do you think some children are born with or develop this condition at a 
particular point in time?   
7. How do you think this illness works inside children’s minds and bodies? 
8. What do you think this condition does to parents of children with ID? What does 
it do to the children? 
9. What, if any, is your experience of working with mothers (or parents?) of 
children who are mentally challenged (or use a simple term for describing ID)? 
10. How is ID treated from a traditional healing perspective? 
11. What role do you think traditional practices play in the lives of primary 
caregivers of children with ID? (Probe for specific practices) 
12. What challenges would you say face parents of children who have ID in this 
community? 
13. What do you think are the possibilities for traditional healers working with the 
public health system to serve the people in this community and primary 





1. How would you describe your work as spiritual healers in this community? 
2. What is the role of spirituality in this community? 
3. What is the common understanding of ID in this community? Probe for how 
people see it/explain it, what people identify as causes of ID. 
4. What is your understanding of ID? 
5. What, in your opinion, causes ID in children? 
6. Why do you think some children are born with or develop this condition at a 
particular point in time?  
7. How do you think this illness works inside children’s minds and bodies? 
8. What do you think this condition does to parents of children with ID? What does 
it do to the children? 
9. What, if any, is your experience of working with mothers (or parents?) of 
children who are mentally challenged (or use a simple term for describing ID)? 
10. How is ID treated from a spiritual healing perspective? 
11. What role do you think spirituality play in the lives of primary caregivers of 
children with ID? (Probe for specific practices) 
12. What challenges would you say face parents of children who have ID in this 
community? 
13. What do you think are the possibilities for spiritual healers working with the 
public health system to serve the people in this community and primary 





Appendix A3: Interview guide for spiritual healers  
Project title: Spiritual Healers’ Explanatory models of intellectual disability in 
Khayelitsha, Cape Town 
Spiritual Healers 
Semi-structured Focus Group Discussion Topic Guide for Sub-study 2A: 
14. How would you describe your work as traditional healers in this community? 
15. How long have you each practiced as a traditional healer in this community? 
16. What is the common understanding of ID in this community? Probe for how 
people see it/explain it, what people identify as causes of ID. 
17. What is your understanding of ID? 
18. What, in your opinion, causes ID in children? 
19. Why do you think some children are born with or develop this condition at a 
particular point in time?  
20. How do you think this illness works inside children’s minds and bodies? 
21. What do you think this condition does to parents of children with ID? What does 
it do to the children? 
22. What, if any, is your experience of working with mothers (or parents?) of 
children who are mentally challenged (or use a simple term for describing ID)? 
23. How is ID treated from a traditional healing perspective? 
24. What role do you think traditional practices play in the lives of primary 
caregivers of children with ID? (Probe for specific practices) 




26. What do you think are the possibilities for traditional healers working with the 
public health system to serve the people in this community and primary 
caregivers of children with ID specifically? 
Spiritual Healers 
14. How would you describe your work as spiritual healers in this community? 
15. What is the role of spirituality in this community? 
16. What is the common understanding of ID in this community? Probe for how 
people see it/explain it, what people identify as causes of ID. 
17. What is your understanding of ID? 
18. What, in your opinion, causes ID in children? 
19. Why do you think some children are born with or develop this condition at a 
particular point in time?  
20. How do you think this illness works inside children’s minds and bodies? 
21. What do you think this condition does to parents of children with ID? What does 
it do to the children? 
22. What, if any, is your experience of working with mothers (or parents?) of 
children who are mentally challenged (or use a simple term for describing ID)? 
23. How is ID treated from a spiritual healing perspective? 
24. What role do you think spirituality play in the lives of primary caregivers of 
children with ID? (Probe for specific practices) 
25. What challenges would you say face parents of children who have ID in this 
community? 
26. What do you think are the possibilities for spiritual healers working with the 
public health system to serve the people in this community and primary 
caregivers of children with ID specifically? 
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Appendix A4: Interview guide for carers and caregivers of children with ID who 
are not using the services  
Project title: Explanatory models of child intellectual disability: Views of caregivers, 
spiritual healers and traditional healers in Khayelitsha, Cape Town 
 
Parents or primary caregivers of children with ID who are not using the Hospital 
Services 
Semi-structured in-depth interview Topic Guide: 
1. What is your understanding of the condition that your child has? 
2. What do you think caused your child’s ID? 
3. Why do you think your child has this condition at this particular time?   
4. How do you think this illness works inside your child’s body and mind? 
5. What does this condition do to you? What does it do to your child? 
6. What was your first response when you heard/discovered that your child has ID? 
7. How have your lives as a family been changed by the diagnosis of ID in your 
child? 
8. What services have you sought for your child with ID? Probe for health services, 
traditional and spiritual healers, probe for homeopathy/alternative medicine, non-
prescribed medicines, social grants. 
9. How do you cope with having a child who has ID? Probe for prayer/church 
support, cultural practices, community services. 
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10. What is your understanding of the condition that your child has? 
11. What do you think caused your child’s ID? 
12. Why do you think your child has this condition at this particular time?   
13. How do you think this illness works inside your child’s body and mind? 
14. What does this condition do to you? What does it do to your child? 
15. What was your first response when you heard/discovered that your child has ID? 
16. How have your lives as a family been changed by the diagnosis of ID in your 
child? 
17. What services have you sought for your child with ID? Probe for health services, 
traditional and spiritual healers, probe for homeopathy/alternative medicine, non-
prescribed medicines, social grants. 
18. How do you cope with having a child who has ID? Probe for prayer/church 








 Appendix B1: Stellenbosch University Ethics Committee permission 
Project title: Explanatory models of child intellectual disability: Views of caregivers, 












Appendix B2: Western Cape Provincial Administration Permission 
Project title: Explanatory models of child intellectual disability: Views of caregivers, 






Appendix C1: Stellenbosch University Participant Information Leaflet and 
Informed Consent 
 
PROJECT TITLE: SUB-STUDY 1 (SS1): PARENTS AND PRIMARY 
CARERS OF CHILDREN WITH INTELLECTUAL DISABILITIES USING 
THE PUBLIC HEALTH SERVICES 
 
Dear Participant 
You are being asked to participate in a research project. My name is Siyabulela 
Mkabile and I’m a senior clinical psychologist working at Lentegeur Hospital’s 
Intellectual Disability Service Unit. I am conducting research with parents and 
primary carers of children with Intellectual Disabilities using the public health 
services. 
There is little research and information on experiences of Black parents or primary 
caregivers who have children diagnosed with ID in South Africa, and this creates an 
important impetus to address the knowledge gap. This study will contribute to and 
build on the currently small evidence base on how some urban Black African parents 
or primary caregivers are impacted on and experience living with a child who has 
been diagnosed with intellectual disability. Building up empirical data on this issue is 
important – Black Africans are in the majority in South Africa but we have very little 
systematic knowledge of their experiences of ID. Findings from this study may help 
to improve the standard of care for children with ID. 
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Ten participants will be recruited from Lentegeur Hospital to participate in the study. 
Our interview will be recorded with your permission. Recording is important as it 
helps me to have the full information of our interview. The recording will not be 
accessible to anyone else but myself and the study team, no identifying particulars 
will be used in the recording that can be traced back to you. 
 
PROCEDURE  
If you decide to take part in the study, consent will be obtained from you as the parent 
or primary carer of a child with ID who is either a boy or girl between the ages of 4 
and 9 years. This means that to participate in this study you have to have a child 
between 4–9 years old with ID. The study investigates the experiences of parents and 
carers of children with ID. In particular, I wish to understand parents and carers’ 
experiences of seeking and using the services offered here at Lentegeur Hospital IDS 
Unit for their children. Consent to participate shall therefore be obtained from the 
parent or carer of a child with ID by explaining what the study is about.  
 
Following your consent the following will take place: 
During a one-on-one interview I shall ask questions about your experiences as a 
parent/primary carer and some of the caregiving challenges you have had to deal with 
through the years. I shall particularly explore your understanding of the condition that 
your child has and your experiences of utilising services here at Lentegeur as well as 
any other place where you have sought help for your child. The in-depth interview 




Please note that you may choose to withdraw from the study at any time, even after 
you have consented to participate. You do not even need to give a reason for 
withdrawal. A decision to withdraw will be respected and it will have no impact on 
access to future services. All the services at Lentegeur Hospital will still be available 
and withdrawing from the study will not have any impact on your use of services.     
 
AUDIO-RECORDING AND CONFIDENTIALITY 
I also request permission to make tape-recordings of the interview. Recordings will be 
used strictly for the study as memory aid, i.e., to assist in remembering what was said 
during the interview. Research is conducted anonymously, implying that your name 
will not be disclosed during any part of the research process. Names of participants 
will be replaced with participant ID codes in order to protect their identity (e.g., 
PS0001), and such codes will be used on all study material, including data analysis 
and reporting, instead of names. Audio-recordings and interview notes will be stored 
in a secure location only accessible to the researcher. Your name will be kept 
confidential and tape recordings and interview notes will be destroyed 5 years after 
the research is completed as is the standard practice. Audio recordings will be stored 
in a combination safe in the researcher’s office, with only the researcher knowing the 
combination 
 
RISKS AND ACCIDENTS 
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There are no known risks or dangers to you in being involved in this study. However, 
talking about your nursing responsibilities and experiences may make you feel 
uncomfortable and sad. Should these sad and uncomfortable feelings continue or 
persist, a referral will be made to a clinical psychologist through the correct channels 
as a matter of priority. 
 
There may or may not be direct benefits to you by participating in the study. Findings 
may help us to improve the health of people with Intellectual Disability in this 
hospital. The child/patient’s care at the hospital will not be affected if you do not want 
to participate in this study.   
 
CONFIDENTIALITY 
Research material such as tape-recordings, and written transcripts of interviews will 
be kept confidential. Your name will not be used in any publications of the study.  
 
COST OF THE STUDY 
By participating in the study no costs are incurred to you and neither will you be 
expected to pay for any costs associated with the study. You will receive a a token of 
appreciation for your time, and should you incur transport costs when coming in for 





Your attention is drawn to the fact that participation in the study is completely 
voluntary. You have the right to decide not to take part in the study and you can 
withdraw at any time, even after you have consented to participate. You do not need 
to give a reason for your withdrawal. A decision to withdraw will be respected and it 
will have no impact on access to future services. All the services at Lentegeur 
Hospital will still be available and withdrawing from the study will not have any 
impact on your use of services.     
 
QUESTIONS 
If you have any questions with regard to the study do not hesitate to contact the 
principal investigator or project coordinator at Stellenbosch University: 
Prof Leslie Swartz, Stellenbosch University, Tel. 021 808 3466 
Siyabulela Mkabile (PI), Lentegeur Psychiatric Hospital, Tel. 021 370 1465 
 
Questions regarding ethics should be directed to the Human Research Ethics 
Committee in the Faculty of Health Sciences of the Stellenbosch University 
Should you need counselling services as a result of participating in this study, please 
contact: Lentegeur Psychiatric Hospital’s out-patient counselling services. Tel: 021 
370 1111.  
 
CONSENT 
You hereby give permission to participate in the study. Your signature hereunder 
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shows that having understood the purpose of the study, you have decided to 
participate in this study and that you have read the above information or that is was 
read to you.  
 
Declaration: 
I have read the above information (or have had it read to me). I have had the 
opportunity to ask questions and all my questions have been answered to my 




Name of the participant 
 
________________________________   ________________ 













_____________________________      ____________ 
Signature of Witness                         Date 
 
Consent for the interview to be audio-recorded: 
The reasons for recording this interview have been explained to me and I hereby give 
my consent for this interview to be audio-recorded.  
 
___________________________  
Name of the participant 
 
________________________________   ________________ 
Signature of the participant                  Date 
 
If a researcher has explained the information:  
I have explained all information and answered all questions related to this research 
project to the participant. I believe that he/she has understood the information in this 
consent form and has voluntarily decided to participate in the study. 
 
_________________________________________ ________________ 




Appendix C2: Consent Form – Traditional and Spiritual Healers 
Dear Participant  
You are being asked to participate in a research project. My name is Siyabulela 
Mkabile and I am a senior clinical psychologist working at Lentegeur Hospital’s 
Intellectual Disability Service Unit. I am conducting research with traditional healers 
and spiritual healers in this area who may be providing healing services to parents and 
primary caregivers who have children with ID. 
 
There is little research and information on experiences of Black parents and primary 
caregivers who have children diagnosed with ID in South Africa and this creates an 
important impetus to address the knowledge gap. In particular, there is little evidence 
on what services are available for these parents and primary caregivers, outside the 
formal health care system, such as traditional and spiritual healing services, and how 
parents and primary caregivers make use of these services. This study will contribute 
to and build on the currently small evidence base on how some urban Black African 
parents and primary caregivers are impacted on and experience living with a child 
who has been diagnosed with intellectual disability and the different forms of health 
care services available and utilised by them. Building up empirical data on this issue 
is important – Black Africans are in the majority in South Africa but we have very 
little systematic knowledge of their experiences of ID and how service use intersects 
with culture in this setting. Findings from this study may help to improve the standard 
of care for children with ID, as well as the integration of different types of health 




I am going to be speaking to different traditional and spiritual healers in this 
community in a group discussion setting. Our discussion will be recorded with your 
permission. Recording is important as it helps me to have the full information of our 
discussion. The recording will not be accessible to anyone else but myself and the 
study team; no identifying particulars will be used in the recording that can be traced 
back to you. 
 
PROCEDURE 
If you decide to take part in the study, consent will be obtained from you. The study 
seeks to understand the role that traditional and spiritual healers play in the lives of 
people with ID and their parents and primary caregivers. Consent to participate shall 
therefore be obtained from you as the traditional healer or spiritual healer who 
practices in this community.  
 
Following your consent the following will take place: 
During the focus group discussion we shall talk about the role of healers in this 
community who are providing services to community members including parents and 
primary caregivers of children with ID. I shall particularly explore the community’s 
and group’s understanding of intellectual disability and how traditional and spiritual 





Please note that you may choose to withdraw from the study at any time, even after 
you have consented to participate. You do not even need to give a reason for 
withdrawal. A decision to withdraw will be respected and it will have no impact on 
access to future services. All the services at Lentegeur Hospital will still be available 
and withdrawing from the study will not have any impact on your use of services.     
 
AUDIO-RECORDING AND CONFIDENTIALITY 
I also request permission to make tape-recordings of the interview. Recordings will be 
used strictly for the study as memory aid, i.e., to assist in remembering what was said 
during the interview. Research is conducted anonymously, implying that your name 
will not be disclosed during any part of the research process. Names of participants 
will be replaced with participant ID codes in order to protect their identity (e.g., 
PS0001), and such codes will be used on all study material, including data analysis 
and reporting, instead of names. Audio-recordings and interview notes will be stored 
in a secure location only accessible to the researcher. Your name will be kept 
confidential and tape recordings and interview notes will be destroyed 5 years after 
the research is completed as is the standard practice. Audio recordings will be stored 
in a combination safe in the researcher’s office, with only the researcher knowing the 
combination.  
 
RISKS AND ACCIDENTS 
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There are no known risks or dangers to you of being involved in this study. Should 
you experience any persisting feelings of discomfort as a result of participating in this 
study, please alert the Ethics representative – details are provided at the end of this 
information sheet. 
 
There may or may not be direct benefits to you by participating in the study. Findings 
may help us to improve the health of people with Intellectual Disability in this 
community.   
 
CONFIDENTIALITY 
Research material such as tape-recordings, and written transcripts of discussions, will 
be kept confidential. Your name will not be used in any publications of the study.  
 
COST OF THE STUDY 
By participating in the study no costs are incurred to you and neither will you be 
expected to pay for any costs associated with the study. You will a get token of 
appreciation for your time, and should you incur transport costs when coming in for 
the interview, this will be reimbursed as well. 
 
PARTICIPATION 
Your attention is drawn to the fact that participation in the study is completely 
voluntary. You have the right to decide not to take part in the study and you can 
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withdraw at any time, even after you have consented to participate. You do not even 
need to give a reason for your withdrawal. A decision to withdraw will be respected 
and it will have no impact on access to future services. All the services at Lentegeur 
Hospital will still be available and withdrawing from the study will not have any 
impact on your use of services.     
 
QUESTIONS 
If you have any questions with regard to the study do not hesitate to contact the 
principal investigator or project coordinator at the Stellenbosch University. 
Prof Leslie Swartz, Stellenbosch University, Tel.  021 808 3466 
Siyabulela Mkabile (PI), Lentegeur Psychiatric Hospital, Tel.  021 370 1465 
 
Questions regarding ethics should be directed to the Human Research Ethics 
Committee in the Faculty of Health Sciences of the Stellenbosch University 
 
CONSENT 
 You hereby give permission to participate in the study. Your signature hereunder 
shows that having understood the purpose of the study, you have decided to 
participate in this study and that you have read the above information or that is was 





I have read the above information (or have had it read to me). I have had the 
opportunity to ask questions and all my questions have been answered to my 




Name of the participant 
 
________________________________   ________________ 
Signature of the participant                Date 
  
Address______________________     Telephone number__________________ 
 
_________________________________ 
Witness if one is present (Type or print) 
 
_____________________________     ____________ 
Signature of Witness                       Date 
 
 
Consent for the interview to be audio-recorded: 
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The reasons for recording this interview have been explained to me and I hereby give 
my consent for this interview to be audio-recorded.  
 
___________________________  
Name of the participant 
 
________________________________   ________________ 
Signature of the participant                  Date 
 
 
If a researcher has explained the information:  
I have explained all information and answered all questions related to this research 
project to the participant. I believe that he/she has understood the information in this 
consent form and has voluntarily decided to participate in the study. 
  
_____________________________________ ________________ 





Appendix C3: Consent Form – Parents and Primary Carers of children with 
Intellectual Disabilities who are not using public health services 
Dear Participant 
You are being asked to participate in a research project. My name is Siyabulela 
Mkabile and I am a senior clinical psychologist working at Lentegeur Hospital’s 
Intellectual Disability Service Unit. I am conducting research with parents and 
primary carers of children with Intellectual Disabilities who are not using public 
health services. 
 
There is little research and information on experiences of Black parents and primary 
caregivers who have children diagnosed with ID in South Africa, and this creates an 
important impetus to address the knowledge gap. This study will contribute to and 
build on the currently small evidence base on how some urban Black African parents 
and primary caregivers are impacted on and experience living with a child who has 
been diagnosed with intellectual disability, and how and what type of services they 
are able to access for their children. Building up empirical data on this issue is 
important – Black Africans are in the majority in South Africa but we have very little 
systematic knowledge of their experiences of ID and of the Western (public) and non-
Western services they use. Findings from this study may help to improve the standard 




Ten participants will be recruited from the Lentegeur Hospital catchment area to 
participate in the study. Our interview will be recorded with your permission. 
Recording is important as it helps me to have the full information of our interview. 
The recording will not be accessible to anyone else but myself and the study team, no 
identifying particulars will be used in the recording that can be traced back to you.  
 
PROCEDURE  
If you decide to take part in the study, consent will be obtained from you as the parent 
or primary carer of a child with ID who is either a boy or girl between the ages of 4 
and 9 years. The study investigates the experiences of parents and carers of children 
with ID. In particular, I wish to understand parents and carers’ experiences of seeking 
and using services outside Lentegeur Hospital for their children. Consent to 
participate shall therefore be obtained from the parent or carer of a child with ID by 
explaining what the study is about.  
 
Following your, consent the following will take place: 
During a one-to-one interview, I shall ask questions about your experiences as a 
parent/primary carer and some of the caregiving challenges you have had to deal with 
through the years. I shall particularly explore your understanding of the condition that 
your child has and your experiences of accessing services outside Lentegeur Hospital 
and outside the formal health care system. The in-depth interview will take no more 




Please note that you may choose to withdraw from the study at any time, even after 
you have consented to participate. You do not even need to give a reason for your 
withdrawal. A decision to withdraw will have no impact on access to future services. 
All the services at all public health institutions will still be available and withdrawing 
from the study will not have any impact on your use of services.     
 
AUDIO-RECORDING AND CONFIDENTIALITY 
I also request permission to make tape-recordings of the interview. Recordings will be 
used strictly for the study as memory aid, i.e., to assist in remembering what was said 
during the interview. Research is conducted anonymously, implying that your name 
will not be disclosed during any part of the research process. Audio-recordings and 
interview notes will be stored in a secure location only accessible to the researcher. 
Your name will be kept confidential and tape recordings and interview notes will be 
destroyed after the research is completed.   
 
RISKS AND ACCIDENTS 
There are no known risks or dangers to you of being involved in this study. However, 
talking about your nursing responsibilities and experiences may make you feel 
uncomfortable and sad. Should these sad and uncomfortable feelings continue or 
persist, a referral will be made to a clinical psychologist through the correct channels 




Benefits of the study will include:  
There may or may not be direct benefits to you by participating in the study. Findings 
may help us to improve the health of people with Intellectual Disability in the 
surrounding communities.   
 
CONFIDENTIALITY 
Research material such as tape-recordings, and written transcripts of interviews will 
be kept confidential. Your name will not be used in any publications of the study.  
 
COST OF THE STUDY 
By participating in the study no costs are incurred to you and neither will you be 
expected to pay for any costs associated with the study. You will receive a token of 
appreciation for your time, and should you incur transport costs when coming in for 
the interview, this will be reimbursed as well. 
 
PARTICIPATION 
Your attention is drawn to the fact that participation in the study is completely 
voluntary. You have the right to decide not to take part in the study and you can 
withdraw at any time, even after you have consented to participate. You do not even 
need to give a reason for withdrawal. A decision to withdraw will be respected and it 
will have no impact on access to future services. All the services at Lentegeur 
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Hospital will still be available and withdrawing from the study will not have any 
impact on your use of services.     
 
QUESTIONS 
If you have any questions with regard to the study do not hesitate to contact the 
principal investigator or project coordinator at Stellenbosch University: 
Prof Leslie Swartz, Stellenbosch University, Tel.  021 808 3466 
Siyabulela Mkabile (PI), Lentegeur Psychiatric Hospital, Tel. 021 370 1465 
 
Questions regarding ethics should be directed to the Human Research Ethics 
Committee in the Faculty of Health Sciences of the Stellenbosch University 
 
Should you need counselling services as a result of participating in this study, please 




You hereby give permission to participate in the study. Your signature hereunder 
shows that having understood the purpose of the study, you have decided to 
participate in this study and that you have read the above information or that is was 





I have read the above information (or have had it read to me). I have had the 
opportunity to ask questions and all my questions have been answered to my 




Name of the participant 
 
________________________________   ________________ 
Signature of the participant                Date 
 
  




Witness if one is present (Type or print) 
 
_____________________________    ____________ 
Signature of Witness                           Date 
 
Consent for the interview to be audio-recorded: 
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The reasons for recording this interview have been explained to me and I hereby give 
my consent for this interview to be audio-recorded.  
 
___________________________  
Name of the participant 
 
________________________________   ________________ 




If a researcher has explained the information:  
I have explained all information and answered all questions related to this research 
project to the participant. I believe that he/she has understood the information in this 










Appendix D: Key terms used in search strategy  
• TOPIC: ‘Intellectual Disability’ OR ‘Developmental Disabilities’ OR 
‘Neurodevelopmental Disorders’ 
• AND TOPIC: ‘Child’ OR ‘Infant’ OR ‘Adolescent’  
• AND TOPIC: ‘Caregivers’ OR ‘Community Health Nursing’ OR 
‘Community Mental Health Services’ OR ‘Family’ OR ‘Foster Home Care’ 
OR ‘Home Care Services’ OR ‘Home Health Nursing’ OR ‘Health 
Personnel’ OR ‘Human Rights’ OR ‘Human Rights Abuses’ OR ‘Nurses’ 
OR ‘Patient Care’ OR ‘Psychotherapy’ OR ‘Rehabilitation’ OR ‘School 
Teachers’ OR ‘Violence’  
• AND TOPIC: ‘Health Knowledge, Attitudes, Practice’ OR ‘Health 
Literacy’ OR ‘Attitude to Health’ OR ‘Patient Acceptance of Health Care’ 
OR ‘Sense of Coherence’ OR ‘Comprehension’ OR ‘Mental processes’ OR 
‘Hermeneutics’ OR ‘Complementary Therapies’ OR ‘Culture’ OR ‘Faith 
Healing’ OR ‘Health Services, Indigenous’ OR ‘Herbal Medicine’ OR 
‘Integrative Medicine’ OR ‘Plants, Medicinal’ OR ‘Religion’ OR ‘Religious 
Personnel’  
• AND TOPIC: ‘Africa’ 





Appendix E1: Invitation letter to the World Congress of the International 
Association for the Scientific Study of Intellectual and Developmental Disabilities 





Appendix E2: Invitation letter the 41st Annual Meeting of the Society for the 




Appendix E3: Invitation letter for an oral presentation at the ECI conference on 
the 9th and 10th September 2021 
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